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Chapter I: Lay Summary 
This Lay Summary was produced in consultation with a patient advisory group from 
the ICU Steps charity. 
Systematic Review: ‘Patients’ Experiences of Follow-up Clinics after Discharge from 
Intensive Care: A Systematic Review of Qualitative Studies’ 
Background 
An intensive care unit (ICU) is a specialist hospital ward where severely ill patients 
are closely monitored. ICU patients are provided with treatments which are often 
unpleasant and distressing. Long-term effects of ICU treatment may include feeling low or 
anxious, problems with memory or attention, and muscle weakness or movement problems. 
ICU follow-up clinics were set up to pick up on patients’ health needs and make referrals to 
physical or mental health services. Research has found these clinics do not improve quality 
of life or mental health problems. However, there may be other important experiences for 
patients which are overlooked. This review gathered and summarised findings from 
qualitative studies. These studies looked at the detailed descriptions of people’s experiences 
through interviews, without using numbers or statistics. The aim of the review was to 
further understand patient experiences of ICU follow-up clinics and the structure and 
content of the clinics. 
Methods 
A systematic search of research databases was carried out to find studies published 
about experiences of ICU follow-up clinics. Qualitative (looking at descriptions) or mixed 
methods (looking at both descriptions and statistics) studies were included. Studies which 
were written in English and used adult patients who had an ICU stay, and attended an ICU 
follow-up clinic, were included. Ten studies met these criteria. Each study was evaluated on 




All ICU follow-up clinics reviewed contained some face-to-face element, ranging 
from one to three sessions. A method called ‘Thematic synthesis’ was used to summarise 
the ten studies. Four themes were found:  
1. Compassionate care (with subthemes of being heard, being held in mind, 
being contained and giving back) 
2. Remembering and reliving the experience 
3. Discovering the meaning of the critical illness experience 
4. Facilitating psychological recovery 
Compassionate care was a key theme highlighting the importance of the 
communication with ICU follow-up staff. The clinic helped to fill a gap in participants’ 
memory of their ICU experience. They made sense of their experiences through thinking 
about what happened with clinicians and asking questions. The clinic was felt to help 
recovery by bringing closure and helping participants prepare for the future.  
Conclusion 
The findings showed ICU follow-up clinics are valuable to patients. The quality of 
eight of the 10 included studies was acceptable. The themes link well with previous theories 
and research about illness recovery. The results suggest experiences could be improved by 
tailoring follow-up to the individual needs of patients. 
Empirical Project: ‘Covid-19 Patients’ Experiences of Recovery from Intensive Care and the 
Role of the Follow-up Clinic’ 
Background 
The impact of the Coronavirus disease 2019 (Covid-19) pandemic on ICUs led to 
overcrowded wards, staff in personal protective equipment (PPE) and separation from loved 
ones. Early research has found ICU treatment for Covid-19 can impact patients’ physical and 
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mental health. How patients feel after ICU, and how they get back their health and strength, 
is unclear. ICU follow-up clinics took place online at a London-based hospital, to assess and 
manage the needs of patients. It is unknown how helpful ICU follow-up clinics are for Covid-
19 patients. The overall aim of the study was to explore Covid-19 patients’ recovery after 
discharge from ICU, and if or how the ICU follow-up clinic helped. 
Research questions: 
1. How do patients describe their recovery from Covid-19? 
2. What are patients’ narratives of their experiences of attending an intensive care 
follow-up clinic? 
3. How do patients’ experiences of the follow-up clinic contribute to their 
recovery? 
Method 
The study was a qualitative design, looking at descriptions of people’s experiences. 
Adults who received ICU treatment for Covid-19 and attended a follow-up clinic could take 
part. Seven participants were recruited from an ICU follow-up clinic in a London-based 
hospital. Participants’ ages ranged between 24 and 66. Interviews took place online and 
lasted one hour. They were audio-recorded and then typed out. A method called 
‘Interpretive Phenomenological Analysis’ (IPA) was used to analyse interviews by looking at 
how participants described their experiences, and how the researcher understood this. 
Results 
Four themes were found from the interviews: 
1. Lost self 
Participants felt they lost the things that made up who they were. They felt helpless 
to change their situation. They described themselves as very different before and after ICU. 
Participants found it difficult to accept their physical and psychological changes. 
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2. Coping with the trauma 
Reminders of their distressing experience were described as unavoidable. Many felt 
upset by hearing about their families’ experiences. Participants felt angered by people 
denying Covid-19 or ignoring restrictions. Having their difficult experiences recognised was 
important to them. 
3. Relationship to follow-up help 
Some participants found the ICU follow-up clinic very helpful and appreciated the 
care and warmth the received. Others did not find the clinic important and struggled to 
remember it. Some felt dismissed by the lack of hospital support available after ICU. NHS 
services were difficult to manage, though the follow-up clinic was helpful for this.  
4. Reconstructing the self 
Participants realised how close they came to dying on the ICU. They spoke about 
getting back to who they were and to do the activities they used to. They re-evaluated who 
they want to be, and how they want to spend their time, and felt their relationships with 
people were important. 
Conclusion 
The study was the first of its kind to explore the experiences of ICU patients treated 
for Covid-19. The findings were similar to studies on ICU recovery pre-Covid-19. Some 
experiences seemed unique to Covid-19, for example the role of the media and the setup of 
NHS services. ICU follow-up clinics may have been unmemorable for some participants due 
to them being on videocall, or because those participants tended to manage their problems 
within the family. Further research is needed to explore these differences. 
Next Steps 
The Empirical Project provided an update on findings from the Systematic Review to 
describe more recent experiences of ICU recovery within the Covid-19 pandemic. Similarities 
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across the studies included the experience of care and warmth during ICU follow-up. 
Differences included the lack of importance placed on the follow-up appointment for some 
participants in the Empirical Project. 
Future research needs to explore the differences in experiences of face-to-face and 
online ICU follow-up clinics. Clinics could be carried out by doctors, nurses, psychologists, 
chaplains and previous patients to improve benefits for patients. Psychological therapy 
focussing on personal values may help ICU patients get back to feeling like themselves after 
Covid-19. Information given to Covid-19 patients should be updated with the possible 
experiences of recovery to help reassure them. Findings will be shared with researchers, 




Chapter II: Patients’ Experiences of Follow-up Clinics after Discharge from Intensive Care: 
A Systematic Review of Qualitative Studies 
 
Abstract 
The National Institute for Clinical Excellence (NICE, 2009) recommends follow-up 
clinics are offered two months following discharge from an intensive care unit (ICU). 
Quantitative evidence does not support the efficacy of ICU follow-up clinics to improve 
quality of life or mental health. There may be important outcomes for patients which are not 
captured in quantitative data. This review aimed to interpret and synthesise findings from 
qualitative studies to understand patient experiences of ICU follow-up clinics and the 
structure and content of the clinics.  
A systematic literature search of databases (PubMed, PsycInfo and Web of Science) 
was undertaken. Studies written in English, using qualitative or mixed methodologies, with 
adult participants who had an ICU stay and attended a follow-up clinic were included. Ten 
studies met eligibility criteria and were evaluated using the Critical Appraisal Skills 
Programme checklist (CASP, 2018).  
All ICU follow-up clinics reviewed contained some face-to-face element, ranging 
from one to three sessions. Thematic synthesis was used to code data and generate four 
analytical themes: Compassionate care, Remembering and reliving the experience, 
Discovering the meaning of the critical illness experience, and Facilitating psychological 
recovery. Compassionate care was a prevalent theme highlighting the importance of the 
interpersonal interaction with ICU follow-up staff. The clinic was felt to facilitate 
psychological recovery, by helping to fill gaps in memories and make sense of the ICU 
experience. This occurred through reflection with ICU staff, having questions answered, and 
helping participants prepare for the future, bringing a sense of closure. 
 
 12 
Justification of the provision of ICU follow-up is indicated with regard to service 
funding. The results suggest opportunities to improve patient experiences by using a multi-
disciplinary team, including Clinical Psychologists, to provide compassionate care and 




Critical illness and treatment in an intensive care unit (ICU) can be a confusing, 
traumatising and life-changing experience for patients (Samuelson et al., 2007). Aftercare for 
patients during their recovery following discharge from intensive care is developing in 
response to the acknowledged physical and psychological sequelae (Rawal et al., 2017; 
Samuelson et al., 2007). UK policy advocates that all patients who have been discharged 
from ICU should be offered ICU follow-up services (NICE, 2009). Research examining the 
efficacy of ICU aftercare, and the qualitative experience of this, is still in its infancy. This 
systematic review attempts to synthesise the research into patient experiences and 
perceptions of ICU follow-up clinics, and provide a summary of their content and structure.  
An ICU is a specialist hospital ward in which critically ill patients are closely 
monitored and provided with treatments which are often invasive. Common reasons for 
admission to intensive care include physical trauma or organ failure (Smith & Nielson, 1999) 
caused by accidents, acute illness or serious infection, for example. There were over 146,000 
admissions to adult ICUs across the UK in 2019 (Intensive Care National Audit & Research 
Centre; ICNARC, 2020). Admissions are made up of urgent cases of unexpected acute illness, 
as well as planned surgical admissions (NHS Digital, 2017). The most common type of 
support received in ICU is for cardiovascular or respiratory conditions (NHS Digital, 2017). 
Patients spend an average of 4.8 days within critical care units (ICNARC, 2020), with physical 
and psychological morbidity being recognised risks following discharge. The survival rate for 
people admitted to critical care in 2019 was 86%, and has been steadily increasing over time 
(ICNARC, 2020). As more patients are surviving intensive care, research focus has turned to 
the physical and psychological outcomes following discharge.  
Impact of ICU Admission on Psychological and Physical Outcomes  
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There is increasing awareness that survival is not the only measure of outcomes 
following critical illness (Elliott et al., 2014). Common experiences in intensive care include 
being tethered to machines, difficulty communicating, pain and discomfort, impaired 
cognitive functioning and separation from loved ones (Elliott et al., 2014). Several studies 
have shown physical outcomes of intensive care to include weight-loss and muscle weakness 
(Jones, 2014), sexual dysfunction (Griffiths et al., 2006), neuropathy (De Seze et al., 2000), 
and respiratory problems (Davidson et al., 1999). Long-term difficulties that occur following 
critical illness are known as post-intensive care syndrome (PICS). This consists of impairment 
in cognitive, psychological and physical health persisting beyond ICU discharge (Rawal et al., 
2017). PICS can affect aspects of a person’s quality of life, dynamics and relationships within 
families, and increase healthcare costs (da Costa et al., 2019). The emotional burden can 
also lead to high rates of anxiety, depression and post-traumatic stress in family members 
(Azoulay et al., 2005). 
Depression, anxiety and post-traumatic stress symptoms are common mental health 
problems experienced after ICU discharge (Samuelson et al., 2007) and have been shown in 
up to 55% of ICU patients at follow-up (Wade et al., 2012). Nightmares and flashbacks of 
fragmented and delusional memories may also occur as a result of traumatic experiences, 
impacted by heavy sedation and delirium (Wade et al., 2012). Prevalence estimates of post-
traumatic stress disorder (PTSD) following ICU discharge vary due to methodological 
differences (Griffiths et al., 2007). However, ICU patients are likely to experience a degree of 
PTSD symptomology at some point during their recovery (Parker et al., 2015). 
 Aside from mental health diagnoses, recovery can encompass changes to a person’s 
physical functioning, such as climbing stairs, getting in and out of the bath and driving, and 
psychosocial functioning including changes in close relationships, social isolation, loss of 
independence and feeling overwhelmed (Griffiths & Jones, 1999). The qualitative experience 
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of patients after discharge from intensive care is a growing area of literature. Kean et al. 
(2017) carried out a longitudinal qualitative study of 17 patients to explore how they made 
sense of surviving critical illness. They described how patients move on to life after critical 
illness by redefining the self to incorporate ongoing health problems and regain control. 
Recovery can involve several life-changing physical, psychological and social transitions for 
the individual to navigate. This finding is supported by Ewens et al. (2018) who described 
patients feeling their lives had irreparably changed following an ICU stay. They felt confused 
about recovery, unsupported and experienced vivid dreams and unusual memories. 
To address these difficulties, King et al.’s (2019) scoping review identified patients’ 
support needs following critical illness in ICU to include informational, emotional, 
instrumental, appraisal and spiritual needs. Informational needs consisted of detail about 
progress and treatments and coping with long-term effects of the critical illness. Emotional 
needs included coping with confusion, anxiety and discomfort. Instrumental needs included 
regaining independence, strength and returning to work. Appraisal needs comprised of 
needing reassurance. 
Theoretical Frameworks for Understanding Adjustment to Critical Illness 
It is possible to draw upon existing theoretical frameworks to aid understanding of 
patients’ needs during recovery from critical illness. ‘The Common Sense Representation of 
Illness Danger’ theory (Leventhal et al., 1980) explains how an individual’s wellbeing may be 
impacted by how they make sense of the life-threatening illness ‘danger’ and the trajectory 
of recovery. Individuals’ coping responses either facilitate or impede recovery (Leventhal et 
al., 1980). From this perspective, support received following discharge from ICU has the 
potential to contribute to effective recovery. Morse’s (1997) ‘Responding to Threats to 
Integrity of the Self’ theory provides a way of making sense of the critical illness experience, 
and subsequent recovery and rehabilitation (Ringdal & Rose, 2012). Morse’s (1997) theory 
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consists of five phases: vigilance, disruption, enduring to live, suffering, and learning to live 
with the altered self. Vigilance and disruption refer to illness onset, time on the ICU and 
surviving the critical illness. The enduring phase moves beyond the acute illness to focus on 
recovery. Morse (1997) described how individuals attempt to learn what happened by 
questioning medical professionals who treated them. They then move forward to confront 
their uncertain prognosis and make plans for the future. At the suffering phase, patients 
grieve their altered future and may experience guilt and despair. The person works to heal 
from the experience by seeking information, piecing together what happened and setting 
goals. They reiterate the experience to make sense of what happened and make an unreal 
experience real. These phases assist a person in learning to live with altered self, where 
patients move towards accepting the impact of the illness. Ringdal and Rose (2012) 
described how this theory is applicable to ICU follow-up care and how services can assist 
patients in moving forward from critical illness. 
The ICU Follow-up Clinic 
Quantitative and qualitative research on ICU outcomes point towards the need for 
further support for patients following discharge from intensive care. ICU follow-up clinics in 
the UK date back to 1990, aiming to meet the needs of patients in terms of providing 
information and answering questions (Ringdall & Rose, 2012). ICU outcomes literature has 
more recently advocated the need for ICU follow-up services to be provided for all patients 
as part of their aftercare (Ewens et al., 2018; Gerth et al., 2019; Rattray & Hull, 2008; Wade 
et al., 2012). Recognition has grown that recovery following discharge from ICU is often 
prolonged and suboptimal, indicating the need for specialist follow-up services. In 1999, the 
UK Audit Commission recommended the provision of aftercare following an ICU stay 
(Wilkinson, 1999). In 2000, the Department of Health (DoH) proposed that all NHS Trusts 
review and evaluate their provision of ICU follow-up services (DoH, 2000). The National 
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Institute for Health and Care Excellence (NICE) guidelines recommended the set-up of 
follow-up clinics (NICE, 2009; Parry-Jones et al., 2019). NICE guidance proposed reviewing 
patients two to three months following discharge from ICU in order to detect physical, 
psychological and social care needs. This functional reassessment aims to provide an 
opportunity to measure emotional difficulties such as depression, anxiety and PTSD 
symptomatology. NICE suggested the appointment takes place face-to-face with healthcare 
professionals who are familiar with the patient. Referrals or signposting to appropriate 
services can then be made. It is hoped that by identifying needs early, healthcare costs can 
be reduced (NICE, 2009). An overview for the functional reassessment was laid out in the 
guidance, however mode of delivery and other content for the follow-up appointment was 
not specified. There is a high degree of inequity in follow-up clinics in the UK in terms of 
staffing, resources and funding according to a national survey by Connolly et al. (2014), with 
only 20% having a psychology provision. Such clinics also vary across the world with the 
inclusion of ward visits, phone calls and assessment (Jónasdóttir et al., 2015). The Faculty for 
Intensive Care Medicine has recently laid out in more detail what follow-up should consist of 
(Parry-Jones et al., 2019). They suggested a 20-30 minute consultation from a multi-
disciplinary team (MDT) of ICU consultants, nurses, psychologists, physiotherapists, 
dieticians and occupational therapists. Despite recommendations, the cost-effectiveness 
and clinical-effectiveness of ICU follow-up clinics remains unclear.  
Effectiveness of ICU Follow-up Clinics 
 ICU follow-clinics were originally designed for identification of difficulties, however 
research interest has turned to if and how the clinics contribute to a person’s recovery from 
ICU, to best meet patient needs (Jensen et al., 2015). Griffiths and Jones (2001) suggested a 
way to prevent post-traumatic stress is to fill the ‘memory gap’ by providing information 
about a patient’s admission through diaries or follow-up services, however testing of this 
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hypothesis is in its infancy. Quantitative research on outcomes of ICU follow-up clinics has 
produced mixed findings and has been difficult to translate into effective interventions 
which support patient recovery. Cuthbertson et al. (2009) carried out a randomised 
controlled trial (RCT) of the impact of follow-up clinics across three UK hospitals on quality of 
life (QoL), in response to the published NICE guidance. Nurse-led clinic appointments 
included case review, discussion of ICU experiences, functional assessment and 
psychological morbidity screening. Researchers found no evidence of improvements in 
health-related QoL, indicating poor cost effectivity. Meyer et al. (2018) argued this may be 
due to the limitations of quantitative outcome measures of health status (SF-36 and EuroQol 
EQ-5D). These measures may not be sensitive to the lived experience and value of the clinic. 
Jensen et al. (2015) included Cuthbertson et al.’s (2009) research in their meta-
analysis of five studies. They found ICU follow-up consultations did not improve QoL, 
anxiety, depression, physical or cognitive function scores. However, ICU follow-up clinics 
were found to reduce the risk of PTSD following discharge. Jensen et al. (2015) stated the 
overall methodological quality of studies into the impact of follow-up clinics was low. This 
was due to problems with researcher bias, measurement and inadequate analyses. A lack of 
improvement in PTSD, anxiety and depression after ICU follow-up has been demonstrated 
more recently in a study of 168 patients assessed by Jónasdóttir et al. (2018). Lasiter et al.’s 
(2016) scoping review of 33 publications found evidence to support implementation of ICU 
follow-up clinics was weak. More recently, Schofield-Robinson et al. (2018) conducted a 
review of five studies of ICU follow-up services. They found consultation set-up varied across 
all studies, with one common factor of assessment of needs and onwards referral. Similarly, 
they found insufficient evidence to determine the efficacy of ICU follow-up services in 
meeting the needs of patients. Meyer et al. (2018) stated there are fundamental problems 
when evaluating effectiveness trials of ICU follow-up services, including heterogeneity of 
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participants, lack of blinding procedures, difficulty with measurement, and vast variations in 
intervention. However, the authors recognised that follow-up is nonetheless an important 
and intuitive part of ICU aftercare. Despite the poor strength of quantitative evidence, 
qualitative findings point towards value in follow-up clinics in areas undetected by 
standardised measures. 
Current Review 
To date there has been a significant focus in the literature on quantitative, 
diagnostic and standardised measures of patient-reported outcomes, where the evidence 
regarding ICU follow-up clinics is currently inconclusive. However, there are other important 
factors to consider in terms of the qualitative experience of ICU follow-up clinics. Jensen et 
al. (2015) identified a gap in the literature and recommended investigations into how post-
ICU clinics may help patients to create illness narratives and regain a sense of coherence. To 
date there have been no systematic reviews of data collected from patients through 
qualitative studies, examining experiences and perceptions of ICU follow-up clinics. 
Synthesis of this information will contribute to understanding the value of follow-up clinics 
and the experience of patients, in order to aid the development of services which are 
capable of meeting the needs of the individuals. 
This review aimed to aggregate, interpret and synthesise patient experiences of 
follow-up clinics after discharge from ICU, and to build upon understanding of how this can 
support patients in their recovery by answering the following question: What are the 
experiences of patients who attend an ICU follow-up clinic? The review will also describe the 




This review followed the Preferred Reporting Items for Systematic Reviews and 
Meta-Analysis guidance (PRISMA; Moher et al., 2009). 
Study Eligibility 
The criteria for selecting articles for inclusion in the review were: 
• Qualitative or mixed methodology studies (where separate qualitative data was 
presented) 
• Adult participants (18 years or older) who had a stay in ICU and attended ICU 
follow-up services 
• The article was available in English 
• Described patients’ experiences of attending an ICU follow-up clinic 
• Published in a peer-reviewed journal, or an unpublished thesis 
• Excluded if a systematic or literature review 
Sources of Information 
A systematic search was run on PubMed, PsycInfo and Web of Science online 
databases on 10th August 2020. The ‘all text’ or ‘all fields’ options were used when searching 
databases. There were no restrictions on date of publication. Databases were searched 
individually using keywords shown in Table 1. Additional records were explored through 
searching the references of the included records and using e-theses online to identify any 
unpublished theses that may be eligible. 
Search Strategy 
Search terms were informed by the PRISMA guidance (Moher et al., 2009). Scoping 
searches were carried out in order to gain a sense of the literature and relevant terminology 
to be included. Advice was sought from a librarian at Royal Holloway University of London, 
to develop an effective search strategy and to check all relevant search terms were included. 
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The terms were developed by identifying related terms to the key concepts of the research 
question. The related terms were gathered from scoping searches and database suggestions. 
Searches were conducted using combinations of the following search terms: 
Table 1: Systematic Review Search Terms 
Concept Search Terms 
Experiences “psychological recover*”  
OR "recover*"  
OR "wellbeing"  
OR “recuperation”  
OR “convalescence”  
OR “improvement*”  
OR “healing”  
OR “process of getting better”  
OR “experience*”  









Follow-up “after care” 
OR “aftercare” 
OR “critical care outreach” 
OR “critical care follow-up*” 
OR “follow-up clinic*” 
OR “follow-up consultation*”  
OR “follow-up appointment*” 
OR “follow-up intervention*”  
OR “follow-up program*”  
OR “follow-up service*”   
OR “follow-up visit*”  
OR “follow-up session*” 
OR “nurse-led follow-up” 
OR “multidisciplinary follow-up*” 
OR “post-icu care” 
OR “post-intensive care unit care” 
OR “intensive care recovery program*” 
 
Intensive care "intensive care"  
OR "ICU"  
OR "ACCU"  
OR "critical care"  
OR "adult critical care"  
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OR "Group discussion*"  
OR "Focus group*"  
OR "Grounded Theor*"  
OR Phenomenolog*  
OR "Action research"  
OR “Ethnograph*”  
OR “Questionnaire*” 
OR “Anthropolog*”  
OR “Self-report*”  
OR "Self report*"  
OR "Thematic analys*"  
OR “Narrative*”  
OR “IPA” 




Articles were identified, screened and assessed using the PRISMA framework 
(Moher et al., 2009) (Figure 1). Papers were extracted to referencing software Zotero and 
duplicate articles obtained from each database were removed. 
Titles and abstracts of the remaining papers were screened according to eligibility 
for the review. Ten percent of these papers were independently reviewed by a second rater 
(a Trainee Clinical Psychologist). The kappa value at title and abstract screening was 
kappa=0.604, indicating a moderate to high level of agreement between raters (see 
Appendix 1). Any disagreements were discussed with the researcher’s academic supervisors 
and a final decision on the papers was agreed upon. 
The full texts of remaining papers were obtained and further reviewed for eligibility. 
Fifty percent of these were independently reviewed by a second rater. Reasons for excluding 
articles were recorded throughout the process. Inter-rater reliability was assessed again by 
calculating Cohen’s Kappa. The inter-rater agreement for the two raters was kappa=0.820, 
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indicating a high level of agreement (see Appendix 2). Disagreements regarding the eligibility 
of articles were discussed and decided with the researcher’s academic supervisors. 
Data Extraction 
The following information was extracted, where available, from the articles included 
in the final review: author, year, title, country, aim, sample size, age, gender, sampling 
method, reason for ICU admission, mode of follow-up, follow-up delivery, number of 
sessions, data collection method, qualitative analysis method and reported themes. 
Quality Assessment 
The methodological quality of all included papers was assessed using the critical 
appraisal checklist for qualitative studies, developed by the Critical Appraisal Skills 
Programme (CASP, 2018) (Appendix 3). This tool was chosen due to its comprehensive 
analysis of credibility, relevance, and rigour, and detailed guidance for criteria. This is 
recognised as a well-established tool for quality assessment of qualitative studies (Cherry et 
al., 2017). The checklist asks 10 questions to systematically assess quality. The first two 
questions are screening questions to identify whether papers are suitable. The remaining 
eight questions cover design, recruitment, data collection, relationship between the 
participant and researcher, ethical issues, data analysis, findings and value of the research. 
This tool has been employed in previous thematic syntheses of health research, for example 
Burbeck et al.’s (2014) review, which also used Thomas and Harden’s (2008) synthesis 
methodology. 
The primary researcher assessed all included articles independently. A randomly 
selected proportion (50%, n=5) of included papers were independently quality assessed by 
the researcher’s academic supervisor. Differences in quality assessment outcomes were 
assessed and resolved. 
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Critical appraisal of studies is a widely used part of qualitative evidence syntheses 
(Hannes & Macaitis, 2012), however there are debated issues with regards to the scoring of 
qualitative research, the variety of appraisal tools and the variability in conclusions that can 
be drawn (Dixon-Woods et al., 2007). Appraisal tools are limited in terms of the extent to 
which they can measure conceptual quality and value to the qualitative field (Carroll & 
Booth, 2015). The CASP checklist provides an overview as an educational tool using 
subjective appraisal, and so a scoring system is not recommended. As a result, studies were 
not excluded on the basis of the quality assessment so as to avoid exclusion of relevant data. 
Ratings were used as an aid to think about how central papers are to answer the review 
question. A related review on parental experiences of neonatal ICU by Al Maghaireh et al. 
(2016) calculated scores out of 10 by giving one point for fulfilment of each criterion, and 
zero for ‘can’t tell’ or ‘no’ responses. The current review provided ratings in line with this 
method. 
Data Synthesis 
Meta-synthesis is an umbrella term referring to a range of methods of creating new 
interpretations, insights and understandings by integrating existing qualitative research 
studies (Barnett-Page & Thomas, 2009; Edwards & Kaimal, 2016). Meta-syntheses aim to 
produce findings derived from interpreting all the reports in a sample as a whole. They offer 
a fully integrated and interpretive description of an experience, instead of producing a 
summary of features of the experience (Sandelowski & Barroso, 2007). The goal of meta-
syntheses is to create findings which are directly relevant to practice (Paterson et al., 2009). 
Approaches that can be used for meta-synthesis include grounded theory, meta-
ethnography and meta-study, among several others.  
Finfgeld-Connett (2018) described how the process of theory-generating meta-
syntheses involves the researcher developing descriptions or ‘narrative memos’ of concepts 
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within studies. They then compare and contrast these between studies, before gradually 
synthesising them into a whole theory which fully explains the concepts and relationships. 
The thematic synthesis approach was developed by Thomas and Harden (2008) and 
is another form of meta-synthesis. It combines and adapts approaches from meta-
ethnography and grounded theory (Barnett-Page & Thomas, 2009). This synthesis method 
was chosen as an integrative and interpretive approach, often used to explore the 
acceptability and appropriateness of health interventions (Ring et al., 2011). The process of 
thematic synthesis does not involve ‘memoing’ as in theory-generating meta-syntheses. 
Instead, the researcher codes the text in the literature and generates descriptive themes 
that summarise and capture the meaning of codes. The reviewer interprets these themes 
whilst synthesising findings and addressing the review question. This leads to the production 
of higher-order analytical themes (Thomas & Harden, 2008). This process was carried out to 
synthesise experiences of ICU follow-up clinics.  
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Figure 1: PRISMA Flow Diagram  
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 A total of 546 records were derived from the initial search, of which 365 individual 
articles were identified after duplicates were removed. At title and abstract screening 343 
records were excluded. The remaining 21 articles were assessed using the full text to 
establish eligibility for the review. A final 10 studies were included in this systematic review. 
Theses and reference lists of included papers were searched, however no further papers 
were found. Reasons for exclusion are shown in Figure 1.  
Study Characteristics 
A summary of the main characteristics of the ten eligible studies is provided in Table 
2. Studies were published between 2003 and 2020. Three studies took place in the UK, three 
in Sweden, two in Denmark, one in Norway and one across the USA, UK and Australia. Total 
study sample sizes ranged from nine to 52 participants. The median sample size was 12, 
interquartile range was 10-21. Nine studies used a qualitative design, one of which was 
longitudinal, with the remaining eight being cross-sectional. One study used a mixed-
methods design. Seven studies used interviews alone to collect data. One used observation 
of the ICU follow-up consultation and interview, one used a questionnaire and interview, 
and one used observation alone by transcribing ICU follow-up consultations. Methods of 
data analysis included Grounded Theory, Hermeneutic-Phenomenological Approach, 
Content Analysis and Thematic Analysis. Studies included a range of reasons for admission to 
ICU, with one study focussing on surgical cancer patients. Eight studies used only face-to-




Table 2: Study Characteristics 












UK N = 14, surgical cancer 
patients 
 
Age: Over 18, no specific 
age range stated 
 
Gender: Not stated 
 
Method: Theoretical 














9 Overarching core theme of ‘reassurance’: 
• Rehabilitation from critical care: 
Physiological issues and 
needs 
• Memories: Real and unreal 









Denmark N = 10 
 
Mean age: 62.9 (SD = 15) 
years 
Age range: 32-84 years 
 
Gender: 3 men, 7 women 
 
Method: Random 
sampling, recruited 56% 












8 • For the patient to benefit from the 
consultation, its content and setting are 
crucial 
• Confronting the demons 
• Coming to terms with having been 
critically ill 
• Making sense of PICS symptoms 
• Regaining a sense of normalcy 




Sweden N = 9, 4 multi-organ 
failure, 1 acute 
pancreatitis, 1 respiratory 
insufficiency, 1 multi-
trauma, 1 hypothermia, 1 
respirator treated twice 
 














7 Receiving a sense of coherence:  
• Returning to ICU when the crisis is over, 
returning together 
• Meeting those who took part in the 
care  
• Creating a picture of the critical care 
time  
• Bringing the diary as support 
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Gender: 4 men, 5 women 
 
Method: Volunteer 
sampling, recruited 100% 
of those approached 




Sweden N = 9, 3 cardiac arrest, 1 
stroke, 1 attempted 
suicide, 2 aneurysm, 1 
ileus, 1 adrenal gland 
cancer 
 
Median age: 63 years 
Age range: 40–74 years 
 
Gender: 8 men, 1 woman 
 
Method: Volunteer 
sampling, recruited 60% 
of those approached 
F2F, Nurse 
and physician 







8 • Receiving strength from returning 
together 
• Making sense of the critical illness 
experience 
• Feeling grateful to have survived 
• The possibility of improving the care  
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Haraldsson et al. 
(2015) 
 
Sweden N = 12 
 
Mean age: 54 years (SD 
not reported) 
 
Gender: 7 men, 5 women 
 
Method: Eligibility 
sampling, recruited 100% 











8 • Fill a memory gap with information: 
o confidence in experiences 
o a wish to understand and know 
more 
o follow-up in a welcoming 
environment 
• The ability to move on:  
o the importance of reunion 
o confirming their experiences with 
the use of a diary 




Denmark N = 12 
 
Mean age: 61 (SD not 
reported) 
Age range: 19-84 
 















5 • Helps the patient to move forward 
• Helps the patient to understand 




sampling, response rate 
not stated 




UK N = 21*, Emergency ICU 
patients: Pneumonia, 






Mean age: 52 years (SD 
not reported) 
 




















8 • Continuity of care 
• Receiving information 
• Importance of expert reassurance 
• Giving feedback to ICU staff  
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Norway N = 10, Multi-trauma, 
extensive surgery, life-
threatening infections. All 
patients had been 
supported by artificial 
ventilation 
 
Median age: 52 
Age range: 24-82 years 
 
Gender:  
6 men, 4 women 
 
Method: No sampling 














9 Three themes and identified meaning-units: 
• The text and the photos 
o To receive a gift 
o To encounter care 
o To meet love 
o To encounter the room and the 
events 
o To encounter the meaning 
o To encounter one’s own body and 
own expressions 
• The conversation 
o To open for experiences 
o To meet a qualified listener 
o To have one’s experience confirmed 
o To discover meaning in experience 
• The return visit 
o To sense the room 
o To feel the room 
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Median age: 52 years 
Age range: 24-82 years 
 
Gender:  




recruited 100% of those 
approached 










8 • Continuity of care 
• Improving symptom status 
• Normalisation and expectation 
management 
• Internal and external validation of 
progress 
• Reducing feelings of guilt and 
helplessness 




UK N = 25 
 
Age: Over 18, no specific 









5 • Access, facilities and environment 
• Motivation for attendance, problems 
and help from clinic staff 
• General evaluation 
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Note. F2F = face-to-face; PICS = post intensive care syndrome; MDT = multi-disciplinary team; ICU = intensive care unit 
*Full sample size 34, 21 stated as those that attended an ICU follow-up clinic 
**Full sample size 66, 52 stated as those that attended an ICU follow-up clinic
Gender: Not stated 
 
Method: Selection in 
chronological order from 
clinic appointment, 











 Scores on the CASP quality assessment tool ranged from 5 to 9, out of a maximum of 
10 (Appendix 4). The mean score of papers was 7.5 (SD = 1.43). Two of the studies (Cutler et 
al., 2003; Jensen et al., 2018) were of low quality, scoring five out of 10. The remaining eight 
papers scored between seven out of 10 and nine out of 10. 
Thematic Synthesis 
 A thematic synthesis approach (Thomas & Harden, 2008) was used to synthesise 
findings across all ten eligible papers, involving the coding of all text within each of the 
results sections. In total, 52 initial codes were created, with some parts of the text 
categorised using more than one code. The text that was assigned codes was then examined 
to ensure consistency of interpretation. Once compiled, the codes contributed to the 
development of descriptive themes based on frequently occurring codes. Descriptive 
themes were developed through discussion between the researcher and a fellow Trainee 
Clinical Psychologist, checking for face validity. The 28 descriptive themes (Appendix 5) were 
then organised into seven subcategories by drawing links between them. These were 
developed further through discussion with academic supervisors to generate additional 
concepts, understandings and hypotheses to answer the research question. The analytical 
themes were checked to ensure adequate explanation of the initial descriptive themes. Four 
analytical themes were derived:  
Theme 1: Compassionate care  
 Being heard 
Being held in mind 
Being contained 
Giving back  
Theme 2: Remembering and reliving the experience  
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Theme 3: Discovering the meaning of the critical illness experience 
Theme 4: Facilitating psychological recovery  
Quotations are used to illustrate each of these themes, embedding the themes within the 
data. 
Theme 1: Compassionate Care. Compassionate care from staff was a theme 
prevalent throughout all the included studies. This appeared to be a pertinent aspect of the 
follow-up experience with four subthemes:  
 Being Heard. A subtheme appearing across all ten studies was how the follow-up 
clinic provided an opportunity to be heard, through sharing feelings, the interpersonal 
connection with staff and tailored care. 
 Participants in all included studies described sharing feelings and being heard as an 
important part of their ICU follow-up clinic experience. Some felt able to tell the staff about 
difficult emotional experiences during the clinic. This included nightmares and flashbacks, as 
well as difficulty concentrating, crying without reason and more general worries. Sharing 
difficult experiences and having these heard by ICU staff seemed to provide a therapeutic 
outlet for participants as they were able to tell their story to an empathic listener. 
Participants felt that staff actively listened to their painful experiences, as illustrated in the 
following quotation, “She wasn’t, like, pushy … No, it was the way she was sort of quiet that 
made me talk about what was bothering me” (Storli & Lind, 2008, p. 50). 
 The sharing of feelings seemed to be facilitated by the interpersonal connection 
with staff, which was described within seven studies. Staff were experienced as welcoming 
and trustworthy, listening with genuine interest and developing a shared understanding 
with participants. Some patients found that being taken seriously by an empathic listener 
provided them with a sense of care and relief. According to Jensen et al. (2018), “patients 
perceived this [interaction with staff] as a genuine interest in the person behind the illness, 
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providing a deeper and more intimate consultation” (p. 868). Experiences of care, empathy, 
warmth, compassion and honesty were reported as helpful to counterbalance distress (Storli 
& Lind, 2008). 
 Six studies indicated that participants appreciated the tailored nature of the care 
received at the ICU follow-up clinic. Some described how ICU staff understood their needs 
better than other healthcare professionals, as they have an awareness of life on the ICU, 
how patients’ experiences develop, and their individual case. As such, they found the 
consultation to have added value over general post-ICU leaflets. As reported by Prinjha et al. 
(2009), “Being able to speak to a health professional who knew the details of their illness and 
could answer their questions had been extremely important” (p. 7).  
 Being Held in Mind. A subtheme of compassionate care occurring across eight 
studies was the experience of being held in mind by ICU clinicians through continuity of care, 
with additional support from relatives. 
 Participants appreciated the time staff had taken to meet with them, and how this 
contributed to a sense of being remembered. The opportunity to meet with staff again gave 
some a feeling of security, as staff took interest in them and their progress. This was seen as 
valuable for the enduring and often complex health problems experienced post-ICU. Seeing 
the staff who had cared for them again was valuable as participants held brief memories of 
nurses’ faces or voices. It was felt important to see those who had intimate knowledge of 
what they had been through, helping to build the narrative of their ICU stay. It provided an 
opportunity to recognise their progress, “All five of them said how well I looked and that I’d 
done well. I realised that yeah, I had done extremely well, which was good for me mentally” 
(McPeake et al., 2020, p. 6). 
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 However, participants in one study conversely felt continuity of care was poor due 
to being seen by clinicians at follow-up who had not treated them in ICU, and therefore had 
no memory of them or their experience (Engström et al., 2008). 
 Being Contained. A common theme across all the included studies was being 
contained by the experience of the follow-up clinic. Participants in nine studies noted how 
their experiences had been normalised and validated by learning from staff that their 
psychological symptoms of hallucinations and nightmares are common post-critical illness. 
Normalisation of unusual and concerning physical symptoms were also reported to be 
significant, as participants heard about typical experiences of rehabilitation and were 
reassured that they are “not alone” (Hanifa et al., 2018, pg. 89). Relatedly, participants felt 
validated through staff hearing and acknowledging their feelings, which helped them realise 
their experience is important and relevant. Some noted how this helped them form a sense 
of identity as “normal post-ICU patients suffering from normal symptoms after intensive 
care” (Hanifa et al., 2018, p. 89). As many participants’ memories were unclear and 
confusing, a recognition of their illness and experiences felt important. 
 Once validated and normalised, participants in five studies felt their problems were 
actively addressed. The clinic was felt useful to meet ongoing needs of unresolved physical 
and psychological difficulties. Some noted this care to be holistic, with the team making 
recommendations for interventions in several aspects of their lives, “It was just like every 
area that I needed help with; the ICU team were able to provide” (McPeake et al., 2020, p. 
4). Some described the appointment as an intervention in itself, addressing depression and 
anxiety. Whilst others noted benefits in having PTSD symptoms detected and appropriate 
referrals being made. They valued the sense of action being taken and deemed this helpful 
for their recovery trajectory. 
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Participants in three studies appreciated support from relatives accompanying them 
to the follow-up appointment. This helped to contain anxiety regarding answering nurses’ 
questions and navigating the hospital. The involvement of relatives was also important as 
they provided the physical and psychological support for many participants. As such, this 
provided consistency from the hospital to home, further contributing to participants’ sense 
of containment.  
 Reassurance was frequently reported by participants in eight studies, which 
contributed to them feeling contained. This helped to resolve fears about physical and 
psychological difficulties. Prior to the clinic, some had experienced distressing concerns 
about their experiences on the unit, which staff were able to reassure them about: 
I knew something was wrong when I was sedated but I didn't quite know what it 
was... and I did think that just, again I'm really pleased it's quite common, I thought 
I'd been a victim of a sex crime (Prinjha et al., 2009, p. 7).  
Some linked the appointment with a cessation of nightmares and resolution of their 
doubts and fears. As a result, they felt much better able to cope following the clinic. 
However, participants in one study noted how reassurance did not positively contribute to 
their experience (Pattison et al., 2007). 
 In contrast, a smaller proportion of participants in four studies described needing 
more support than the clinic provided. For participants who had one follow-up appointment, 
some stated they would appreciate another given the severity of their illness and to allow 
time to adequately address physical and emotional needs. It was felt that, although the clinic 
provided answers, it raised further questions and feelings for participants which were left 
uncontained, “the consultation awoke feelings in her, and during her interview, she 
described having reacted afterward without knowing how to deal with it” (Hanifa et al., 
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2018, p. 88). As such, some felt the clinic lacked emotional support, with a few having felt 
“abandoned” after discharge (Prinjha et al., 2009, p. 6). 
 Giving Back. A theme common across seven studies was participants giving back to 
the ICU and reciprocating the compassion they received. Some benefitted from 
reconnecting with staff, describing a positive feeling from enabling the nurses to witness 
how well they had recovered, and how the nurses “had succeeded” (Engström et al., 2015, 
p. 311). 
 A common occurrence across six studies was reports of giving thanks to ICU staff. 
This was felt to be an important part of returning to the ICU and where they had been cared 
for during a very difficult and often traumatic time. Expressing gratitude seemed to play a 
significant role in some participants’ recovery process, adding to a sense of closure. It was 
also important to some to give feedback to the ICU and provide suggestions, as reported in 
two studies. This provided them with a sense of giving back to the unit, and future ICU 
patients in their position. 
Theme 2: Remembering and Reliving the Experience. All 10 studies indicated that a 
proportion of their sample described the follow-up clinic as a means to filling in a gap in 
their memory of their time in ICU. Participants reported the heavy sedation led to memory 
loss or confusion. The clinic provided an opportunity to connect their real or unreal 
memories to the factual information provided. This included hearing about how they were 
cared for by staff, and about the equipment used. One participant described relief after 
having believed she was in a prison in Russia, “it wasn’t so strange, because there was a 
patient in the bed next to mine that they spoke Russian to, and so I interpreted that in my 
own confused way, as I was lying there tied and bound” (Storli & Lind, 2008, p. 50). Many 
participants described the unusual experience at the follow-up clinic of hearing intimate 
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information about what happened during a crucial time in their lives from someone else. 
This enabled participants to gain strength, receive clarity and helped them to ‘move on’. 
 Participants in eight studies found the ICU follow-up clinic aided memory recall. The 
ICU visit allowed people to experience the room and its sensory aspects, getting to know the 
space where they had been cared for and inhabited for several days or weeks. From the 
visit, conversations and pictures participants were able to recognise the different sounds 
from machines, the movement of curtains and the shape of objects around their bed. This 
helped them to make connections and update existing memories, for the experience to 
become grounded in reality. Participants in two of the studies described how the ICU diary 
helped to support the follow-up clinic, to initiate and provide structure to the conversation. 
Some appreciated the diary as a means to fill in the gaps, and a starting point from which to 
speak about memories. 
 The visit felt confronting and painful for a proportion of participants in four of the 
studies, as they realised how sick they were. Prior to the appointment, some participants 
described anticipatory anxiety about not knowing what to expect and being asked questions 
they can’t answer about a difficult and unclear time in their lives. Although difficult, some 
participants described the clinic and ICU visit as valuable and therapeutic, ‘‘And you think, oh 
now I’m going to be in that environment where I was in such bad shape. But…I didn’t 
experience it like that when I got there’’ (Haraldsson et al., 2015, p. 228).  
 Theme 3: Discovering the Meaning of the Critical Illness Experience. Discovering 
the meaning of the critical illness experience was a theme highlighted in all 10 included 
studies. The ICU follow-up clinic enabled participants to make sense of the ICU experience 
and reflect, as frequently described in eight studies. This experience appeared to go beyond 
filling memory gaps, to help participants form a narrative around their ICU stay of “what had 
happened and why” (Engström et al., 2008, p. 236), offering a “deeper insight” (Engström et 
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al., 2015, p. 310) into the environment and its safety. The conversation facilitated a 
meaning-making process through reflection and guided discovery, “I was very pleased to be 
able to get my thoughts in order together with her. I liked that I could discover things slowly, 
that I could find out things myself, gradually!” (Storli & Lind, 2008, p. 50). Participants valued 
taking time to think with staff about their experiences, “The conversation becomes an 
opportunity for the patient to ‘answer’ the open questions the nurse poses in the text – not 
as a demand, but rather as an opening for reflection and interpretation” (Storli & Lind, 2008, 
p. 50). 
 As part of the discovery of meaning, participants in seven studies described the 
importance of having questions answered. Many noted benefits of clarity and 
empowerment from asking questions that came about before, as well as during, the 
consultation. Having questions answered regarding illness, treatment, memories, post-ICU 
symptoms and recovery was valued by participants.  
 Meaning was created in understanding how staff and equipment worked to care for 
them and manage their illness. Seven studies described how participants appreciated 
hearing about the care they received and witnessing this when visiting the unit. This 
provided them with an increased understanding, sense of safety and gratitude towards staff. 
“One patient stated that she had experienced a feeling of being alone and abandoned while 
in the ICU but that seeing that there had been staff around her throughout that time made 
her less anxious” (Hanifa et al., 2018, p. 88). Participants in one study also benefitted from 
developing an understanding of the experience and concerns of their relatives through 
discussion with staff. This facilitated a greater appreciation of, and connection with, family 
members (Hanifa et al., 2018). 
 Conversely, some participants in two studies felt the follow-up clinic did not provide 
them with new information. In such cases the follow-up clinic felt less meaningful or 
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valuable, and more routine, “I didn’t feel much different…It was just checking in with 
me…other than that; I don’t think it had a big influence on me” (McPeake et al., 2020, p. 6). 
 Theme 4: Facilitating Psychological Recovery. A theme common across all 10 
studies was the follow-up clinic’s role in the process of psychological recovery for 
participants, by providing a sense of closure and strength to move forward from critical 
illness. 
 An experience reported across five studies was how the conversation and ICU visit 
were experienced as facilitators of recovery through providing clarity, support and 
reassurance, “The follow-up session experience was seen by some of the participants as 
helpful with the participant’s ability to move on with their life following their time in the ICU” 
(Haraldsson et al., 2015, p. 228). The phrase ‘to move on’ was used frequently throughout 
the studies, suggesting the clinic’s role as a step in progressing through psychological 
recovery from critical illness, and compartmentalising the experience. 
 Seven studies reported participants gained a sense of closure and strength. The 
clinic was used as a marking point in their lives, to acknowledge progress and move forward, 
“It was a powerful experience to be far out and get back again; especially, when I've returned 
so well” (Jensen et al., 2018, p. 871). Gaining a sense of perspective was described as 
strengthening to manage anxiety and mood following intensive care. Whilst participants 
from two studies felt the follow-up had been well-timed in their recovery, some participants 
in one study felt it was too late. Prinjha et al. (2009) noted some wished the appointment 
had been sooner, when they needed the physical and psychological support most. 
 Participants in three studies felt the follow-up helped them plan for the future, to 
establish goals for rehabilitation and instilled hope to meet these. Some used the clinic to 
prepare them for their next planned admission, whilst others used it to prepare for ongoing 
symptoms and recovery. Cutler et al. (2003) described “The most positive and useful help she 
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gained from the clinic was what she called ‘permission’ from the clinic nurse to take her time 
to recover” (p. 123). Four studies reported how the clinic helped manage expectations in 
some participants. Discussions regarding returning to work and resuming normal life were 
had during the appointment. Staff were described as having realistic conversations about 
participants’ illness trajectories, and the widespread health implications of an ICU stay. One 
account described by Prinjha et al. (2009) stated:  
she'd say, "Well next week this will probably happen, you'll probably feel like this." 
And then when it happened, 'cause she'd prepared me for the anxiety attacks and 
the panic attacks and then when it happens you don't feel quite that bad because 
you think, "She's already told me this might happen…” (p. 3). 
Discussion 
Summary of the Evidence 
This systematic review aimed to synthesise and interpret the data from qualitative 
studies which have explored patients’ experiences and perceptions of ICU follow-up clinics. 
A relatively small number of studies have qualitatively examined intensive care follow-up 
clinics, and as such there have been no known systematic reviews exploring the qualitative 
experience of patients. This systematic review aimed to address this gap in the literature 
using thematic synthesis. Four major themes were identified: (i) Compassionate care (with 
subthemes being heard, being held in mind, being contained and giving back), (ii) 
Remembering and reliving the experience, (iii) Discovering the meaning of the critical illness 
experience and (iv) Facilitating psychological recovery. These themes offer an insight into the 
experiences of patients, and have implications for stakeholders offering aftercare for 
intensive care survivors. 
Structure and Content for ICU Follow-up Clinics 
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The main goals of the follow-up clinic are functional assessment and onwards 
referrals, as recommended by NICE (2009). The structure of these clinics can vary 
significantly, beyond assessment and referral (Connolly et al., 2014; Schofield-Robinson et 
al., 2018). The current review set out to describe the structure and content of follow-up 
clinics, within the snapshot of the 10 included studies. This highlighted how all follow-up 
clinics contained a face-to-face element, in line with NICE (2009) guidance. Clinics described 
by two studies contained a variation of face-to-face and online consultations (McPeake et 
al., 2020; Prinjha et al. 2009). Clinics were led by nurses in most studies, with the exception 
of Prinjha et al. (2009) who included various modes of delivery, and McPeake et al. (2020) 
where an MDT facilitated the consultations. This suggests a low uptake of Parry-Jones et al.’s 
(2019) recommendation of MDT consultations. The number of sessions included in the 
follow-up clinics ranged from one to three across all included studies. Clinic content varied, 
some studies reported the appointment consisted of a conversation with staff, reviewing an 
ICU diary, and visiting the unit. As many of the studies included participants from a range of 
hospitals, participants often experienced a variety of follow-up styles and structures. 
Experiences of ICU Follow-up Clinics 
Though the clinic is designed for assessment and onwards referral (NICE, 2009), the 
current review showed participants’ experience of the appointment centred more on 
compassionate care, clarifying memories and sense-making. ‘Addressing problems’ was the 
only descriptive theme, prevalent in five papers, that described benefits from onward 
referrals and directly links with the intended purpose of the clinic. Experiences of 
compassionate care was a key theme prevalent across all included papers. This captured the 
interpersonal connection participants felt with clinic facilitators, and how this had a 
meaningful impact on their experience. Interestingly, this is not an intended benefit of the 
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clinic, as outlined in NICE (2009) guidance, and as such this is an area that has not been 
examined or captured in previous quantitative research of ICU follow-up services. 
Themes were derived across all studies, however there may be differences in the 
reported experiences of participants according to the follow-up care they received. This is 
highlighted in the exceptions to the themes described. For example, participants in four 
studies felt that more support was needed from the clinic. This may be due to those 
participants only receiving one follow-up appointment. Those who attended more sessions 
may have therefore noted a better experience to allow more time to address concerns, and 
for participants to make sense of their experiences over a longer period. This has 
implications for the organisation and provision of ICU follow-up care as it suggests that a 
tailored and individualised approach is needed. Greater resource may be necessary to 
provide more than one appointment to meet certain patient needs. The issue of session 
numbers requires further investigation to establish its value and associated cost. Due to the 
small sample of studies and gaps in reporting, it was not possible to identify age or gender 
differences in the themes derived from the synthesis. 
Links with Existing Literature 
Kean et al. (2017) described how patients redefine the self to incorporate health 
problems following critical illness. The current review suggests that patients used the follow-
up clinic as an integral part of their recovery, to make sense of the experience and redefine 
their identity as a “normal post-ICU patient” (Hanifa et al., 2018, p. 89). This involved an 
acceptance of, and adjustment to, their physical and psychological symptoms. 
Ewens et al.’s (2018) descriptions of patients’ confusion, dreams and memories 
seems to have been replicated in the findings from the current review. Participants reported 
the presence of the follow-up clinic supported them in making sense of those experiences 
and coming to terms with the significant life change. The clinic staff provided participants 
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with the empathic yet expert stance that they required to make sense of their experiences. 
The current review findings suggest the follow-up clinic provided an opportunity to share 
such feelings and have them validated. Furthermore, the clinic also helped on a practical 
level to have these symptoms addressed. The current themes map well onto the support 
needs identified by King et al. (2019), clearly meeting informational, emotional, instrumental 
and appraisal needs through filling in the memory gap, compassionate care, providing 
closure and strength, and reassurance. This suggests the follow-up clinic alone may have 
been effective at meeting patients’ needs. However, one aspect that failed to appear in the 
included studies was the recognition of spiritual needs at the follow-up clinic. The role of 
spirituality may have been neglected in the included studies due to their lack of 
acknowledgement or focus on cultural and religious factors. This would be an important and 
interesting extension of research into ICU follow-up services.  
The value and cost-effectivity of follow-up clinics have been questioned in 
quantitative studies (Cuthbertson et al., 2009). Jensen et al.’s (2015) meta-analysis found 
follow-up clinics did not improve QoL, anxiety, depression, physical or cognitive function 
scores. This finding would suggest patients do not benefit from the consultation on 
quantitative measures of psychological wellbeing. This was replicated by Jónasdóttir et al. 
(2018) where little improvement was found in PTSD symptomatology. The findings from the 
current review provide an alternative perspective as many participants in the included 
studies reported a positive experience from the clinic with regards to compassionate care, 
remembering the experience, meaning making, and as such facilitating recovery. However, 
there was some variation in reported experiences in the data where some participants 
found the clinic raised questions and felt painful and confronting. Some participants 
described benefitting from a single session, whereas others desired more. These individual 
 
 49 
variations in experiences may help to explain in part the lack of quantitative support for the 
benefit of follow-up clinics.  
Meyer et al. (2018) suggests the limitations of quantitative measures may also 
account for the oversight of follow-up benefits. Quantitative measures may be better 
designed to assess how generalisable and impactful the benefit of the clinic is on the 
patient’s overall mental health and wellbeing. Nonetheless, Meyer et al. (2018) state there 
are methodological problems throughout these effectiveness trials. The included studies 
avoid methodological issues from quantitative studies, such as lack of blinding procedures 
and inadequate outcome measures, to consider the qualitative experience of patients. This 
has highlighted the value of follow-up clinics, which was previously undetected by 
quantitative studies (Lasiter et al., 2016). 
Murray et al. (2016) conducted a qualitative study exploring patients’ experiences of 
site visits during trauma-focussed CBT for PTSD. They found when participants were 
supported by a therapist to return to the ICU, they were able to face their fears, fill in 
memory gaps, learn from the experience and notice a different look and feel to the site. This 
led to a sense of closure and moving on. These findings link closely with the reported 
experience of ICU follow-up clinics. This suggests how the ICU visit may be an integral part to 
the value of the clinic and highlights clinical implications for their structure and setup. 
The current review contributes to the evidence base on the effect of follow-up on 
meeting patient needs, which was previously stated to be insufficient (Jensen et al., 2015; 
Schofield-Robinson et al., 2018). The current findings indicate that the clinic meets the 
needs of patients by updating memories through discussion, visiting the unit to gain sensory 
information, and reflection to make sense of the experience. The clinic also serves to 
provide emotional support in a number of ways through compassionate care, sharing 
feelings and having them contained, and the facilitation of psychological recovery. 
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Links with Theory 
With regards to theory, Leventhal et al.’s (1980) ‘Common Sense Representation of 
Illness Danger’ highlights how individuals make sense of illness ‘danger’ and employ coping 
strategies. The ICU follow-up appears useful to emotionally process the critical illness 
through the experience of compassionate care. Sharing feelings and being contained helped 
to manage participants’ emotions about the illness and recovery process. Participants may 
also cognitively process the illness danger, and how they can control it, through meaning-
based coping such as filling in memory gaps, making sense of the experience, having 
questions answered and preparing for the future. Engaging in the ICU follow-up clinic 
indicates an active problem-focussed approach to coping with the illness danger. This may 
help to facilitate effective recovery from critical illness. 
Morse’s (1997) ‘Responding to Threats to Integrity of the Self’ theory outlines five 
phases, two of which are of particular relevance. The ‘enduring’ phase captures the 
experience following ICU discharge of recognising physical limitations by learning what 
happened and questioning medics. This maps directly onto the review themes of filling 
memory gaps, remembering sensory information, hearing about care received and having 
questions answered. Participants reported using the clinic to prepare for the future, as 
Morse (1997) described illness responses then move towards making plans. The ‘suffering’ 
phase refers to patients’ feelings of grief regarding their future. They heal by seeking 
information, setting goals and reiterating the experience. Again, this appears to apply well to 
the current themes of making sense of the experience, goal setting, sharing feelings and 
being heard. Participants appear to share with the follow-up clinicians as a means of coming 
to terms with their losses. Feelings are normalised and validated by staff who provide 
strength, recognise progress and manage expectations. These processes are then necessary 
in ‘learning to live with the altered self’. The close links between the review themes and 
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Morse’s theory (1997) suggest the ICU follow-up clinic is necessary to facilitate psychological 
recovery and integration of the ICU experience. ICU follow-up clinics may help patients to 
respond to threats to integrity of the self and progress through Morse’s (1997) suggested 
phases.  
Critique of the Included Studies 
Although the included studies address a gap in the literature, it is important to note 
their limitations. Many of the studies used volunteer sampling, which creates a risk of 
selection bias. Participants may have volunteered for studies as they felt more comfortable 
discussing their ICU and follow-up experience. This may mean they were better adjusted to 
life post-critical illness and more likely to report positively about the clinic as a result. 
Therefore, results may not be applicable to the wider population the samples were drawn 
from. 
All included studies were predominantly based in the UK or Scandinavian countries, 
though McPeake et al. (2020) included the United States and Australia. Healthcare systems 
in the UK, Norway, Sweden and Denmark are primarily government funded. As such, they 
may be subject to funding restrictions and cost-saving strategies. This may impact on 
provision of services, particularly those which fail to evidence quantitative benefits, such as 
the ICU follow-up clinic. The current review has implications for the experiential and 
monetary value of ICU follow-up services. It is important to consider the motivation behind 
included studies alongside that of funding bodies. However, the benefits of ICU follow-up 
outlined in the current review may have preventative value in reducing future healthcare 
costs by improving patients’ physical and psychological recovery. 
A limitation of all included studies is the failure to describe the ethnic and cultural 
background of participants. There is a lack of exploration of sociocultural differences in the 
samples and findings. This is an important issue as social and cultural factors can influence a 
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person’s relationship to help in terms of trust in professionals and using alternative means of 
support in faith leaders (Reder & Fredman, 1996). Clarity is needed regarding the extent to 
which ICU follow-up clinics meet the needs of racially minoritised groups, as interventions 
are generally designed around white Western populations (Commission on Race and Ethnic 
Disparities, 2021). Further research is necessary to enhance sociocultural understandings of 
ICU follow-up experiences. Attending to health outcomes of racially minoritised groups and 
deprived populations will help to increase understanding about whether the clinic provides 
an experience better tailored to a certain group of patients than others. Addressing such 
health inequalities and increasing accessibility of services is a key priority for the NHS, as 
outlined in the Health and Social Care Act (Department of Health and Social Care, 2012). 
Quality Assessment. The strength of the evidence was tested using the CASP (2018) 
checklist. The majority of included studies (eight out of 10) adequately reported on design, 
recruitment, data collection, relationship between the participant and researcher, ethical 
issues, data analysis, findings and value of the research. As such the reviewers can be 
confident of the contribution of these studies to the review findings. It is important to note 
that evaluations of qualitative studies are subjective, and as such a second rater was used to 
ensure an adequate level of reliability.  
Two studies in particular produced lower quality scores. Cutler et al.’s (2003) study 
scored five out of 10. The paper failed to provide a rationale as to the recruitment method 
employed, or details regarding the data collection procedure. There was some consideration 
of the relationship between researcher and participants, in terms of bias, however this was 
deemed inadequate. Cutler et al. (2003) carried out a qualitative analysis but do not state 
their analytical methodology in the paper, which limits the interpretation of findings. As a 
result, it is worth noting the impact of the findings on the final synthesis. Nonetheless, the 
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study met inclusion criteria for the review as it was published in a peer-reviewed journal. 
The inclusion of this paper allowed for all available relevant literature to be made use of. 
Jensen et al.’s study (2018) also achieved a low score of five out of 10. The authors 
aimed to evaluate intervention fidelity of an ICU recovery programme. The qualitative 
element of the study was limited, which contributed to the low-quality rating. There was 
limited rationale provided around the aims of the qualitative aspect, and how this would 
contribute to answering the research question. Little detail was given regarding data 
analysis, issues of bias or qualitative findings. The data obtained from this study was 
therefore somewhat limited. 
Critique of the Current Review 
Strengths of the Current Review. Thomas and Harden’s (2008) thematic synthesis 
method offered a clear structure to organise literature and identify key themes (Snilstveit et 
al., 2012). Therefore, this provided a replicable method to be revisited as the literature base 
grows. Thematic synthesis allows for conclusions to be drawn across heterogenous studies, 
such as those assessing different ICU follow-up provisions, by extracting common themes in 
an accessible manner (Lucas et al., 2007). Lucas et al. (2007) described a strength of 
thematic syntheses in generating hypotheses, where quantitative systematic reviews fail to 
do so. 
Inclusion of studies was assessed by two independent raters and disagreements 
discussed with academic supervisors. This increased the reliability of the process of 
reviewing existing literature. The Kappa value at title and abstract screening was 0.604, 
indicating a moderate to high level of agreement between raters. Discrepancies at this stage 
were often due to misinterpretation of the abstract wording. The kappa rating at full text 
screening was 0.820, indicating a high level of agreement. Disagreements at both stages 
were discussed with academic supervisors to ensure vigorous checks on the inclusion of 
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studies. This process remained thorough to avoid missing relevant studies, which may have 
reduced the quality of the review. 
There seemed to be a somewhat even gender and age split across the included 
sample, which is representative of the ICU population. However, it is difficult to ascertain 
whether any findings may be subject to differences in age or gender across the samples. This 
may be an interesting avenue for further research. 
Limitations of the Current Review. A limitation of the current review, and of the 
provision of follow-up clinics more generally, is the apparent lack of consistency in service 
provision and structure. This resulted in heterogeneity of studies, examining a wide range of 
follow-up services in terms of facilitators, length, session number and mode of delivery. 
These factors are likely to have impacted on the experience of participants, and thus study 
findings, therefore conclusions must be taken with caution. However, this diversity in ICU 
follow-up clinics means the review findings may be generalisable to experiences across a 
variety of clinic types. 
One limitation to the systematic review is that only one researcher carried out the 
synthesis. Due to the subjective nature of synthesis of qualitative data, there may have been 
bias in what text was deemed relevant and important to be coded into themes. To manage 
this, it was ensured the themes were embedded in the data through the use of illustrative 
quotations and a numerical account of the studies relevant to each theme. A second rater 
was used at the two stages of screening and the quality assessment to ensure interrater 
reliability. 
Lucas et al. (2007) argue that the process of thematic synthesis may mean 
weaknesses in the included studies are hidden, despite quality appraisal. As studies are not 
excluded according to quality ratings, the quality of data is obscured in the review results. 
This therefore creates a risk of drawing conclusions based on unreliable data. The synthesis 
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method itself may fail to highlight gaps in the evidence (Lucas et al., 2007). As this was not a 
quantitative review, no causal relationships can be indicated from the findings. 
Research and Practice Implications 
The findings from the current review highlight the potential positive impact of ICU 
follow-up clinics on patients’ anxiety, understanding of their illness and themselves, and 
experience of care. Due to the current inequity in ICU follow-up services across the country 
this finding has implications for consistency in provision of care. Though quantitative 
findings have failed to find a measurable benefit, it is clear there is justification to funding 
the clinics to meet the individual needs of patients and maximise quality of care. Aftercare 
may be provided by the NHS service itself or third sector charity organisations, though a key 
theme highlighted the importance of consistency of care. 
 The themes derived from the synthesis provide some indication of the most 
meaningful aspects of the clinic to patients, highlighting the areas in which funding may be 
focussed to maximise benefits. Compassionate care was a pertinent theme in the literature, 
containing subthemes regarding the interpersonal experience for patients. This highlights a 
need for follow-up staff to be emotionally attuned to patients, offering empathy, warmth 
and other common factor skills. This is in line with broad NHS values of respect, dignity and 
compassion (Department of Health & Social Care, 2021). This also highlights specialist 
psychology skills, emphasising the need for provision of Clinical Psychologists within health 
settings, and in particular critical care. Nonetheless, MDT working appears necessary to 
support patients with making sense of their ICU experience and illness, with someone with 
specific medical knowledge. 
 With regards to research implications, further exploration of how the follow-up 
clinics meet the needs of different groups of patients is essential. The NHS serves people of 
all genders, backgrounds and cultures and as such services must tailor to the needs of 
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minoritised groups. It is a documented priority for the NHS to address widespread health 
inequalities within groups such as deprived populations and ethnic minorities, among others 
(NHS England, 2021). As such, it is important to address the shortfall of the included studies 
to examine the ICU follow-up experience of marginalised groups, taking account for those 
who are less likely to attend appointments or participate in research. Further to this, there is 
an indicated need to improve the quality of qualitative research in this area, as highlighted 
by the somewhat varied quality of included studies. A particular shortfall of the research was 
the inadequate consideration of the relationship between the researcher and participants 
(Appendix 4). Addressing this issue will be important in the development of research in this 
area. 
Conclusion 
Compassionate care appeared as an important theme prevalent in all included 
studies, with the review outlining the aspects of the psychological experience of receiving 
this care. Findings highlighted some variation in the provision of clinics across the UK and 
Scandinavian countries particularly in number of sessions, nurse or MDT facilitation and 
delivery. Qualitative research in this area is in its infancy, with existing literature in small 
numbers and of varying quality. Justification of the provision of ICU follow-up is indicated 




Chapter III: Covid-19 Patients’ Experiences of Recovery from Intensive Care and the Role of 
the Follow-up Clinic 
 
Abstract 
The Coronavirus disease 2019 (Covid-19) pandemic impacted upon the Intensive 
Care Unit (ICU) experience. Little is known about how Covid-19 patients recover from critical 
illness within the context of the pandemic. ICU follow-up clinics took place online at a 
London-based hospital to assess and manage the needs of patients. The value of the ICU 
follow-up clinic for Covid-19 patients is yet to be established. The aims of the present study 
were to explore (i) Covid-19 patients’ experiences of recovery following discharge from 
intensive care, and (ii) the role of an ICU follow-up clinic in recovery.  
The study used a descriptive exploratory qualitative design. Participants took part in 
semi-structured interviews which were conducted online. Seven adults who had received 
ICU treatment at a London-based hospital for Covid-19 were recruited following their ICU 
follow-up clinic appointment. Transcribed data were analysed using Interpretive 
Phenomenological Analysis (IPA). 
Four primary themes were derived: Lost self (loss of identity, helplessness, pre- vs 
post-illness self, difficulty accepting changed identity), Coping with the trauma (inescapable 
reminders of trauma, detachment from trauma, emotional responses to invalidating 
experiences), Relationship to follow-up help (positive interpersonal experiences, invalidated 
by lack of support, follow-up not significant, navigating the NHS) and Reconstructing the self 
(integration of near-death experience, regaining identity, re-evaluating life, strengthened 
connections). 
The findings extended previous studies on ICU recovery, providing a novel insight 
into the recovery experiences of Covid-19 patients, such as the role of the media and the 
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setup of NHS services. ICU follow-up clinic experiences varied across participants perhaps 
due to the online delivery or the management of problems within the family. The findings 
from this study may assist in the development of future research and follow-up support for 




Intensive care admission can be a distressing and traumatising experience for 
patients (Rawal et al., 2017; Samuelson et al., 2007). The Coronavirus disease 2019 (Covid-
19) pandemic may have exacerbated this with overcrowded wards, staff in personal 
protective equipment (PPE) and separation from loved ones (Hosey & Needham, 2020). 
Early research has identified the long-term impacts of Covid-19 on ICU patients’ physical and 
psychological health (Taquet et al., 2021). ICU follow-up clinics aim to address this impact, 
yet little is known about recovery from ICU in the context of Covid-19, and the value of these 
follow-up clinics in recovery. This empirical study explored Covid-19 patients’ experiences of 
recovery from intensive care, and the role of the ICU follow-up clinic. 
The concept of ‘recovery’ has varied definitions across mental health, physical 
health and social care settings. Recovery can also hold different meanings for individuals and 
populations. Within a clinical setting recovery can refer to a reduction in illness 
symptomology (White, 2007). However, the term is also used to encompass broader 
experiences of healing and growth (Ashford et al., 2019). For the purposes of the current 
study the Recovery Science Research Collaborative’s definition of recovery will be used: 
“Recovery is an individualized, intentional, dynamic, and relational process involving 
sustained efforts to improve wellness” (Ashford et al., 2019, p. 183). 
Impact of ICU Admission on Psychological and Physical Outcomes 
An ICU is a specialist hospital ward in which critically ill patients are closely 
monitored and provided with treatments which are often invasive. Individuals discharged 
from ICU have been shown to have high ongoing healthcare costs (van Beusekom et al., 
2018), even before the Covid-19 pandemic. Long-term difficulties following critical illness, 
often referred to as post-intensive care syndrome (PICS), can include impairments in 
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cognitive, psychological and physical health (Rawal et al., 2017) (see Systematic Review page 
14 for further details).  
Quantitative evidence has found patients experience poorer health-related quality 
of life following critical illness, compared to population norms (Gerth et al., 2019). 
Qualitative explorations help to provide a richer narrative of these experiences, aside from 
standardised outcome measures. Hashem et al.’s (2016) qualitative systematic review of 22 
articles helped to clarify experiences of ICU recovery pre-Covid-19. Patients experienced 
feelings of anger and denial in relation to mobility difficulties and inability to engage in daily 
activities. Changes in social relationships and roles contributed to irritability towards family 
members. Patients subsequently moved towards accepting the illness and experienced a 
gratitude for life. 
Kean et al.’s (2021) systematic review of 39 quantitative and qualitative studies 
extended these findings to identify three main themes regarding ICU survivorship 
experiences: ‘the healthcare system’, ‘ICU survivors’ families’ and ‘ICU survivors’ identity’. 
The healthcare system theme indicates the transition of patients from tertiary to secondary 
to primary care settings. They state that survivors’ needs changed during recovery so a 
flexible model of ICU follow-up may improve accessibility in terms of location, delivery and 
timing. ‘ICU survivors’ families’ highlights the significant role that families played in recovery 
by providing care and support. Patients engaged in a sense-making process to understand 
what happened to them through questioning relatives and professionals (Kean et al., 2021).  
The ‘ICU survivors’ identity’ theme suggests that critical illness was experienced as a 
disruption to the self. Physical and psychological recovery involved redefining the self to 
incorporate the ICU experience and consequences, and regain control (Ewens et al., 2017; 
Kean et al., 2017). Corner et al.’s (2019) study, included in Kean et al.’s (2021) review, 
suggested patients experienced a lost sense of pre-illness self, autonomy and competence. 
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Memory loss on the ICU contributed to an incomplete and incoherent narrative of their 
experience. Corner et al. (2019) recommended that services help patients recalibrate the 
new self and reconstruct the future self, by filling in memory gaps, supporting physical 
recovery and providing information. Kean et al.’s (2021) review highlighted striving for 
independence as a key recovery process. This involves patients regaining physical and 
cognitive abilities to reclaim control over their lives and bodies and resume social roles. 
Patients could then ‘move on’ to create a new normality for themselves and used ICU 
follow-up clinics to discuss their future. This process involved realising families’ distress 
during their ICU stay. It is yet to be established if and how the above experiences of recovery 
relate to Covid-19 patients. 
Covid-19 
Covid-19 is described by the World Health Organization (WHO) as an infectious 
disease caused by a new coronavirus (WHO, 2021). Individuals infected experience 
respiratory illness with symptoms including fever, dry cough and tiredness, progressing in 
severity to difficulty breathing, chest pain and loss of speech or movement (WHO, 2021). 
Intensive care is needed when a patient’s oxygen levels require mechanical ventilation to 
improve (NHS, 2021a). Such treatments can be invasive and involve heavy sedation, which 
result in their own set of physical and psychological consequences. Recognition of the long-
term effects of Covid-19 has led to the development of a cluster of symptoms termed ‘long 
Covid’ (NHS, 2021b). Symptoms can include fatigue, joint pain, depression and anxiety. 
However, the severity of illness does not seem to determine the development of long Covid-
19 symptoms (NHS, 2021b). 
Approximately 36,000 patients were admitted to ICU with confirmed Covid-19 from 
the beginning of the pandemic to the end of April 2021, in England, Wales and Northern 
Ireland (ICNARC, 2021). In 2019 the median length of stay for ICU survivors was 2.6 days, 
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prior to the Covid-19 pandemic (ICNARC, 2020). This increased to a median ICU stay of 12 
days for Covid-19 survivors during the ‘first wave’ of the pandemic up to 31st August 2020 
(ICNARC, 2021). This caused a significant increase in bed occupancy. A longer period of stay 
and more difficult trajectory in critical care is a recognised indicator for a more difficult 
recovery, particularly psychologically (Pattison et al., 2007). Novel aspects of the intensive 
care experience, caused by the pandemic, include isolation from relatives, treatment by staff 
wearing PPE, overcrowded wards and witnessing deaths in neighbouring beds (Hosey & 
Needham, 2020). The reduction in human contact may lead to distorted interactions and 
sensory experiences, and increased confusion and fear (Hosey & Needham, 2020). 
A recent study by Taquet et al. (2021) examined records of 236,000 patients 
diagnosed with Covid-19, 8945 of which required ICU treatment. They found nearly one in 
five people who had Covid-19 had been diagnosed with anxiety, depression or insomnia 
within three months of a positive test. The risk of psychological or neurological difficulties 
rose to 28% for patients treated in ICU, and 36% for those who experienced delirium (Taquet 
et al., 2021). However, it is important to note that cause and effect is difficult to ascertain, as 
the underlying determinants of psychological and neurological difficulties are as yet 
unknown. Given the long-term physical and psychological consequences of severe Covid-19 
and ICU treatment, it is important to develop understanding of recovery to identify support 
needs. 
Theoretical Frameworks for Understanding Recovery from Critical Illness 
Several theoretical frameworks have been established to aid understanding of 
illness experiences, three appear most applicable to ICU recovery. Firstly, ‘The Common 
Sense Representation of Illness Danger’ theory (Leventhal et al., 1980) provided a way of 
understanding how appraisal of life-threatening illness ‘danger’ may impact upon a person’s 
wellbeing following critical illness. Individuals create cognitive representations of the illness 
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cause, consequence, control, identity and timeline. They employ strategies to cope with 
their understanding of the illness, for example gathering information and regaining control. 
In conjunction with this, individuals hold emotional illness representations such as distress, 
fear and anger. Coping strategies are employed such as withdrawal, hypervigilance and 
emotional detachment. The individual appraises the efficacy of these coping strategies, 
leading to illness outcomes. This provides a model for interpreting patients’ descriptions of 
their experience of recovery from critical illness. 
Secondly, Morse’s (1997) ‘Responding to Threats to Integrity of the Self’ theory 
provides an understanding of the recovery process, including five phases: vigilance, 
disruption, enduring to live, suffering, and learning to live with the altered self. ‘Vigilance’ 
refers to individuals first noticing symptoms and monitoring their bodies. In the ‘disruption’ 
phase individuals experience a ‘shattered reality’. Morse (1997) stated how relatives’ 
presence at the bedside in ICU help to maintain patients’ sense of self. This has implications 
for the impact of isolation from loved ones caused by the Covid-19 restrictions. In the 
‘enduring’ phase individuals move beyond the acute illness to focus on recovery. Patients 
are forced to accept dependence, recognising their physical changes and beginning to test 
the new limits of their bodies. They strive to regain their independence and sense of self and 
engage in questioning medical professionals. At the ‘suffering’ phase the person experiences 
grief at the losses they have endured and feel distressed and overwhelmed. Morse (1997) 
described how patients often work toward a more complete recovery than deemed possible 
by medical professionals. To make sense of the experience, individuals form a narrative of 
their illness onset and reiterate this to others to make an unreal experience real. This 
process helps to reconcile the former self with the present self. In ‘learning to live with the 
altered self’ the individual gets to know and trust their altered body. Here they revalue life 
and reorganise priorities. They engage in helping others in their situation and may begin to 
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acknowledge the benefits of their illness experience. These phases map directly onto the 
experience of critical illness recovery, however it is yet to be understood how the context of 
Covid-19 may influence this. 
Finally, Moss-Morris (2013) provided a more recent working model of adjustment to 
chronic illness, and the impact of critical illness. They suggested the process of adjustment 
following critical illness involves an attempt to return to equilibrium, such as a reduction in 
distress, good illness management and maintaining roles and relationships. Poor illness-
adjustment involves dysfunctional cognitions, reduced activity, avoidance, interference in 
relationships and poor emotional wellbeing, such as anxiety (Moss-Morris, 2013). 
The ICU Follow-up Clinic 
In recent years there has been a recognition that those discharged from ICU require 
specialist follow-up. The aim of the ICU follow-up clinic is to carry out an assessment of 
patients’ health and social care needs and make referrals to appropriate rehabilitation, 
social care and/or mental health services (NICE, 2009; The Faculty of Intensive Care 
Medicine & Intensive Care Society, 2019).  
Covid-19 recovery involves a unique and novel set of difficulties (NICE, 2020), 
without well-established rehabilitation pathways. Hosey and Needham (2020) highlighted 
the need for appropriate aftercare services to provide patients with control over their 
health, a sense of normalcy and to improve mental health. The British Psychological Society 
(BPS, 2020a) recommended offering early follow-up appointments or a structured 
rehabilitation programme for those who have been treated for the virus in ICU. However, 
the content of the follow-up clinic was not specified, and delivery varies greatly across 
services according to personnel and funding.  
Prior to the pandemic, research interest turned to examining if and how the clinics 
contribute to a person’s recovery (Jensen et al., 2015). Quantitative evidence for the efficacy 
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of ICU follow-up clinics is poor, in terms of improvements to quality of life and psychological 
wellbeing (Jensen et al., 2015). However, the Systematic Review of qualitative studies 
presented in this thesis indicated the qualitative value of ICU follow-up clinics in providing 
compassionate care, helping patients remember and make sense of the experience and 
providing closure. As Covid-19 is a new virus, there is no known research to date exploring 
the experience of the ICU follow-up clinic in recovery from the illness.  
The Current Study 
Research priorities identified by the BPS include investigation into the psychological 
impact of Covid-19 (O’Connor et al., 2020). The aims of the study were to explore (i) Covid-
19 patients’ experiences of recovery following discharge from intensive care, and (ii) the role 
of an ICU follow-up clinic in recovery. Given the limited research in this area, qualitative 
methodology (Interpretative Phenomenological Analysis, IPA) will be employed to offer rich 
and novel insights. 
Research Questions: 
1. How do patients describe their recovery from Covid-19? 
2. What are patients’ narratives of their experiences of attending an intensive care 
follow-up clinic following admission to ICU for treatment of Covid-19? 





The study used a descriptive exploratory qualitative design, employing semi-




IPA provides a theoretical and practical framework for exploring the processes 
through which people make sense of and attribute meaning to their experiences. Its 
epistemology suggests that through interpretative methodology an in-depth understanding 
of an individual’s experience can be accessed to gain an understanding of a phenomenon 
(Smith et al., 2009). This fits with the research aim of exploring participants’ experiences of 
recovery, focussing on the subjective meaning of the phenomenon. IPA focusses on 
convergence and divergence within a group’s experience of a phenomenon (Hefferon & Gil-
Rodriguez, 2011). This allowed links to be made within and between a homogenous group of 
patients who all experienced recovery from ICU treatment for Covid-19 and attended an ICU 
follow-up clinic.  
IPA is subject to both the participants’ and the researcher’s interpretations (Willig, 
2013). The role of the researcher’s personal experiences in the interpretation of the data is 
of particular relevance in the context of the pandemic. A double hermeneutic involves the 
researcher making sense of the participants’ sense-making. As such the researcher’s own 
view of the world is acknowledged, as well as the nature of the interaction between them 
and the participants. The researcher adopted a critical realist position that participants’ 
sense-making is influenced by social experiences, occurring separately to their thoughts. 
IPA’s characteristic features are idiographic (focussing on detailed exploration of a small 
number of cases), inductive (allowing new insights to emerge) and interrogative (applying 
findings to existing research) (Smith et al., 2009). IPA is popular in health research due to its 
focus on transformative experiences, such as critical illness, that provoke reflection. IPA 
generates rich descriptions of peoples’ experiences, rather than explaining why experiences 




IPA was selected as the most appropriate analytical method over others, such as grounded 
theory or thematic analysis (TA), because it recognises the researcher is embedded in data 
construction and interpretation (Bryant & Charmaz, 2007). IPA provides a methodology 
consisting of a theoretically informed framework for conducting research, whereas TA 
provides a method for collecting and analysing data only (Biggerstaff, 2012).  
IPA was selected over TA because it fit with the epistemological underpinning of the 
research of critical realism (Larkin, Watts & Clifton, 2006). IPA studies tend to collect data 
from smaller homogenous samples using qualitative interviews. However, TA is used widely 
across the epistemological spectrum, and is more appropriate for larger sample sizes and 
varied data types. IPA focusses both on the unique characteristics of the participants as well 
as patterning of meaning across participants. However, TA focuses mainly on the patterning 
of meaning across participants. 
In terms of the analytical process, TA involves the researcher noting down any 
observations about each transcript and the entire dataset. The researcher then codes and 
develops themes across all of the transcripts (Joffe, 2012). In contrast to this, IPA involves 
the researcher engaging in initial noting on each transcript, organised by ‘descriptive’, 
‘conceptual’ and ‘linguistic’ notes. The researcher develops emergent themes based on 
these notes for the first transcript, before moving onto the next. These emergent themes 
then contribute to the construction of superordinate themes (Smith et al., 2009). 
As such, IPA aids the researcher in staying close to the data and the individual 
participant’s experience, due to the development of codes and themes within each 
transcript. TA instead helps the researcher to identify patterns across the entire dataset. 
Therefore, IPA is better suited to research questions regarding individuals’ experience or 




The study recruited seven adults who were treated in ICU for Covid-19 and attended 
an ICU follow-up appointment. 
Inclusion criteria: 
• Adults aged 18 or over who attended an ICU follow-up clinic after discharge from 
intensive care in a London-based hospital 
• Received intensive care treatment for Covid-19 
• Eligible to be invited for an ICU follow-up clinic (ICU stay longer than 48 hours 
and/or ventilated for more than 24 hours, and/or experienced delirium) 
• Fluent in English to the level they could engage in an interview 
• Had access to a computer, tablet or smartphone and a broadband internet 
connection 
Exclusion criteria: 
• Evidence of a significant brain injury or diagnosed cognitive impairment, that would 
impact on their capacity to consent and ability to participate in the interview 
• Psychosis or other severe mental illness that would impact on their capacity to 
consent and ability to participate in the interview 
• Those experiencing significant distress or PTSD symptomology to a degree where it 
may have been unhelpful or aversive to talk about their experiences for research 
purposes 
A purposeful opportunity sampling method was used. A total of 13 people were 
eligible to take part in the study, three did not respond, two were interested but unable to 
find time and one declined audio-recording of the interview. Data were collected from one 




A sample size of seven met the recommendations of Smith et al. (2009) of four to 
ten participants for professional doctorate IPA studies, to allow for depth and richness of 
analysis. In phenomenological enquiry it is suggested that the meaning of a human 
phenomenon cannot be fully captured (Van Manen, 2016), and therefore the principle of 
theoretical saturation may not be applicable. Reid et al. (2005) state that fewer participants 
examined at a greater depth is preferable to a broader, shallow and descriptive analysis of 
many individuals. The sample was used to represent a perspective on the topic under 
investigation, rather than representing a population (Smith et al., 2009). Therefore, larger 
sample sizes would have compromised the quality of analysis. 
Ethical Approval. Ethical approval was obtained from an NHS Ethics Committee 
(Project ID 280551, Appendix 6) and Royal Holloway University of London Ethics Committee 
(Appendix 7). Research and Development approval was granted by the local research site 
(Appendix 8).  
Materials 
Demographic Questionnaire. Demographic information was obtained from patients 
including age, gender, ethnicity, marital status, religion, employment status, and other 
physical health concerns (Table 3). This helped to provide context to the participants’ 
descriptions, situate the sample, and be clear about the limits to the applicability of findings. 
Semi-structured Interview. The interview schedule was developed with research 
supervisors based on previous ICU literature, researcher experience, and in line with IPA 
recommendations (Smith et al., 2009). The schedule included question guides around illness 
onset, perceived life changes, relationships to their body, facilitators and barriers to 
recovery, experiences of ICU follow-up and feelings about their future (Appendix 9). 
IPA literature states that interview schedules should be relatively short, beginning 
with broad, general questions. This allows participants to dictate the areas discussed, 
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ensuring the researcher does not impose their understanding of the phenomenon on the 
participant’s narrative (Smith et al., 2009). 
Procedure 
Service User Involvement. ICU Steps are a patient support charity providing support 
groups and information and promoting research. A service user panel of five members from 
ICU Steps was consulted on the interview schedule, information sheet and consent form, 
and appropriate revisions were made to language to make the information more accessible 
and user-friendly. Service users recommended reducing the amount of text in the 
information sheet, so a summary sheet was created to go alongside the full information 
(Appendix 10). A pilot interview was carried out with one member from ICU Steps to test out 
the process and flow of the interview. Feedback recommended notifying participants 
regarding the emotive content of the interview prior to commencing. Phrasing of certain 
questions was also adjusted. 
Recruitment. The ICU clinical team identified individuals who met the study’s 
eligibility criteria and provided them with the study poster via email (Appendix 11). Consent 
to contact was gained by the clinical team and potential participants were telephoned by the 
researcher to answer questions. They received a copy of the participant information sheet to 
read and were guided through the consent form (Appendix 12). 
Interview. The demographic questionnaire (Appendix 13) was completed by 
participants and returned via email prior to the interview. The interviews were conducted 
online via videocall at a time convenient for the participant. The semi-structured interview 
lasted approximately one hour and was audio recorded. Following the interview, 
participants were debriefed and given the opportunity to ask questions. Each participant’s 
GP was informed via letter of their involvement in the study. 
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Analysis. Audio recordings were transcribed verbatim. Transcription was carried out 
by the researcher as an interpretative activity, part of the analytical process (Smith et al., 
2009). IPA methods guided a line-by-line analysis of the transcripts. Smith et al.’s (2009) six 
stages of analysis were used to guide the process. To begin the researcher immersed 
themselves in the data through the re-reading of transcripts. Transcripts were then coded 
line-by-line, with initial understandings of the participants’ meaning organised between 
descriptive (describing the content), linguistic (exploring the language used) and conceptual 
(interrogative and conceptual ideas). These notes were synthesised by developing emergent 
themes, involving active participation and interpretation by the researcher. 
Emergent themes were ordered chronologically before being clustered in a table 
according to relatedness. This was used to guide analysis of subsequent transcripts. Themes 
were then sorted and synthesised. Research supervisors assessed the analysis and 
supporting data to review themes and check agreement.  
Researcher’s Position. A research diary was kept to regularly record the researcher’s 
experience of the process (Appendix 14). IPA required a reflexive approach to acknowledge 
and manage the influence of the researcher on the outcomes (Smith et al., 2009). The 
researcher carrying out the interviews and analysis was a South Asian male employed by the 
NHS as a Trainee Clinical Psychologist, with no prior experience working in ICUs. They 
experienced living through the Covid-19 pandemic and brought their own opinions, 
emotions and judgements about this to interviews and analysis, reflected upon in research 
supervision and the research diary. 
Quality and Validity. To maintain quality standards, analysis met Elliott et al.’s 
(1999) guidelines for qualitative research: 
• Owning one’s perspective: The researcher used discussion with study supervisors to 
reflect on their own contributions to the process, in line with IPA methodology 
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(Willig, 2013). The researcher made reflections on their position (see Integration, 
Impact and Dissemination), and acknowledged their assumptions and 
methodological and personal orientations related to the study. 
• Situating the sample: Demographic data was collected and reported to detail the 
characteristics of the sample and situate it within other studies. 
• Grounding in examples: Illustrative quotations are provided for each theme and sub-
theme to evidence the related data and allow the reader insight into the analytical 
process (Appendix 15). 
• Providing credibility checks: In line with Smith et al.’s (2009) recommendations for 
an independent audit, a research supervisor, who has experience of IPA methods, 
reviewed the analysis and supporting data to check agreement with the analytical 
process. This was also verified by an independent Trainee Clinical Psychologist with 
no other involvement in the research. They were provided with the ‘chain of 
evidence’ including quotations, codes, sub-themes and themes, to gain a sense of 
the process. The independent auditors commented on the credibility and 
transparency of the procedure. 
• Coherence: The subthemes were categorised and organised in a logical manner to 
produce a smaller number of higher-order themes to provide the reader with a 
coherent narrative. 
• Accomplishing general vs specific research tasks: The conclusions drawn from the 
research are clearly defined as only applying to the participant group studied, whilst 
highlighting contradictions in the data and stating generalisability of results. 
• Resonating with readers: The data and themes are presented in a way to provide the 





The study was conducted with seven people (four men, three women) aged 
between 24 and 66 (mean=51.1, SD=12.21), who were treated in ICU for Covid-19 and 




Table 3: Participant Characteristics 
Participant 
number 




Employment status Other health 
concerns 
P1 Male 55-64 White British Christian 15+ days Married Part-time, by choice None 
P2 Male 65-74 White Other Jewish 15+ days Married Full-time Absent epilepsy 
seizures 
P3 Male 55-64 White British Christian 11 – 14 days Married Full-time None  
P4 Female 45-54 Black African No religion 15+ days Single Long-term off sick High blood 
pressure 
P5 Female 45-54 White British No religion 15+ days Married Not working due to 
other health problem 
Renal failure 
P6 Male 45-54 White African Muslim 15+ days Married Part-time, due to 
recent ICU stay 
Pre-diabetes 






The themes derived from the participants were synthesised into four master 
themes: Lost self, Coping with trauma, Relationship to follow-up help and Reconstructing the 
self. Each theme had its own subordinate themes. These themes and subordinate themes 
are discussed below using quotations to ground the interpretation in the data. 
Theme One: Lost Self 
A commonly occurring concept across all participants was a lost sense of self. This 
disconnection to the self was indicated within four subthemes: 
Helplessness, Powerlessness. An experience reported across all participants was the 
loss of control over their lives leading to helplessness and powerlessness. The physical and 
cognitive impact of Covid-19 and ICU treatment meant they lost independence and 
struggled to feel ‘useful’, “I couldn't do anything. So that made me feel like I was a bit 
useless, feeling a bit of a bag, like a dead weight for the family” (P7). Helplessness was not 
only experienced on a personal level, but also in her role within the family unit. Some 
participants noted difficulty in relinquishing control of their lives to medical professionals: 
Yeah, these things hurt because the only luck or chance is the doctor. Who give you 
life, God give us life, but the doctor is helping to change. But when I’m hearing that 
my doctor said that he has nothing to do [to help], what can I say? I’m waiting… I’m 
waiting. (P6) 
P6 refers here to a lack of ability to change his situation and implies a sense that 
even God cannot help him. As such, he adopts a passive coping approach, waiting for change 
to come. 
Difficulty Accepting Changed Identity. Covid-19 was experienced as life-changing 
for all participants. New health problems and mobility difficulties meant participants had to 
process and assimilate their changed bodies into their identity. P1 was unable to walk for 
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several months upon leaving intensive care. He described his difficulty with acceptance 
centred around uncertainty regarding his health and prognosis:  
I was also struggling to understand, to come to terms with, actually, it was not 
knowing that was causing me the problem in terms of coming to terms with the 
whole thing … So I was very irritable with, at home, very frustrated and not being 
able to think things through. (P1) 
P1 describes here the emotional impact and frustration, indicating a rejection of his 
changed identity and a lack of coherence with his body. P6 noted a similar disconnection 
with his body, “Now, if you see my body you're gonna see that this man is strong, but inside 
I'm so weak. I'm so weak today” (P6). This highlights a difficulty connecting his feelings of 
psychological and physical weakness to his appearance. 
Pre- vs Post- Illness Self. All participants engaged in comparing their pre-illness self 
with their post-illness self. These identities were described in a dichotomous way by many 
participants. For some, there was a reminiscence about a time when they had autonomy 
and independence: 
Yeah, because I used to work a lot. And I never used to take even my annual leave ... I 
never used to sit indoors. I only started sitting indoors when I came back from the 
hospital. I was, that was my time that I'll sit down say I'm not going anywhere. I'm 
not doing anything. (P4) 
P4’s pre-illness identity was a work-oriented carer, self-sacrificing to help others. 
This is pitted against her perception of herself now as someone who is isolated and 
immobilised by illness. In contrast to this, P3 described how his pre-illness self was centred 
around business travel, drinking and fast food, “You don't realize until it's gone, I think is 
when you’re living that lifestyle, that it puts just a strain on the body” (P3). P3 used the 
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interview to question his previous fast-paced and unhealthy lifestyle, reflecting upon the 
positive outcomes of the illness experience of slowing down and making time for family. 
Loss of Identity. A subtheme appearing across many participants described lost 
identities and social roles. Participants described how significantly their bodies, cognitive 
ability and mental health had changed as a result of Covid-19 and ICU treatment. Memory 
difficulties, combined with developing low mood and anxiety, created a disconnection to 
participants’ previous sense of self. Health problems meant they were unable to engage in 
activities which contributed to their identity and ability to live in line with personal values. 
P4 described how this was “taken away too quickly, too early”. Prior to falling ill, P6 defined 
himself by his relationship with his children, showing affection and helping them with 
problems. P6 described Covid-19 as a ‘killer’: 
How much, how kind of activity I had done before, but now like this Covid kill me. 
This Covid kill my, my, my energy, killed my life. Killed so many things. So many 
things. (P6) 
P6’s repetition provides a sense of the frustration, sadness and grief felt around his 
loss of activities, and as such his life and identity. P4 and P6 described their pre-illness lives 
to be ‘taken’ from them. P5 expressed distress at being unable to fulfil her role as a mother 
within the family. She seemed to experience guilt around not being able to comfort her 
children during a distressing time, “Because I am their mother and that, I should be 
protecting them, and I couldn’t protect them from that. So they’ve gone through that and I 
wasn’t able to help them at all… And I should be” (P5). 
Theme Two: Coping with the Trauma 
As part of the process of recovery, participants attempted to cope with and process 
the trauma they had experienced of Covid-19 and the ICU. 
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Inescapable Reminders of Trauma. Participants described being faced with 
unavoidable reminders of their time in ICU and having Covid-19. Some noted ongoing 
triggers of beeping phones, scars on their necks or bed sores. P6 stated, “Even I cannot hug 
my child. Because when when somebody touch me here, it's, especially in this place I'm start 
feeling that my breathing gonna stop. Understand what I mean? Just like phobia.” This 
indicates P6’s trauma memories of being unable to breathe, and a sensitivity to touch 
around his chest. Covid-19 subsequently impacted his connection with his children, unable 
to enjoy affection without experiencing anxiety. 
The pandemic meant that on returning home participants were exposed to 
reminders of Covid-19 in the media, on the street, and in conversations with friends and 
family. This highlights a difference to pre-pandemic ICU recovery where illnesses were often 
an isolated incident. For some participants they described a strong sense of fear around 
reinfection: 
And I can't go out, I'm scared to go out. Er, because I don't know whom I'm going to 
meet. Because I just feel that every person I'm meeting, they might have it. Maybe 
they've got the virus. So if they come closer to me I might catch it from them. (P4) 
This hypervigilance and anxiety led to P4 withdrawing from society. This points 
towards the pervasive nature of Covid-19 and the distress this caused those recovering from 
ICU. 
A common theme was the negative impact of the media as anxiety-provoking during 
a vulnerable period in participants’ lives: 
I think the news effed up a bit. So I stopped watching news for like a good three 
months. So I didn't know what was happening. I thought that my mental state, I 
don't think I could have... I don't think I could have had... I don't think my mental 
 
 79 
state would have been as good as it was if I kept on listening to the news then to be 
honest. (P7) 
P7’s descriptions and repetitions suggest a sense of fragility during recovery. Seeing 
images of ICUs and hearing about death tolls and increased risks from new Covid-19 variants 
was experienced as particularly triggering for participants and hindering of their recovery. 
Many described managing this through avoidance of Covid-19-related media altogether. 
Detachment from Trauma. Loss of memory of the ICU stay was reported by all 
participants, leading many to feel detached from the reality of it. Some participants 
minimised or tried to avoid the emotional impact of their ICU experience, “I just don't think 
about it anymore, I've left all that behind” (P2), “I’ve been through it, I’ve come out the other 
side, and that’s the main thing really” (P5), “But as time goes on, I kind of try and deal with it 
or try and push it away” (P7). P5 used the word “holiday” as a euphemism to refer to her ICU 
experience. These participants sought to distance themselves from the trauma, perhaps as a 
means of coping. 
Some participants described a greater emotional response to the stories of the 
experiences of their loved ones, whilst they were on the ICU. P1 provided an emotional 
account of hearing that his partner received calls from the ICU each day “preparing her for 
the worst” (P1). He described how “she would have gone through horrors. But the… I find 
that all very painful to remember her experience” (P1). This experience was shared by P5: 
I did try to watch it on telly when they was doing it from speaking to people's 
relatives that had been in hospital. And I watched it for about five minutes and I just 
couldn't watch it because I just couldn't bear the thought of what they were going 
through. …Not knowing whether I was gonna come home or not. But I try not to 
think of it because I know that it's no good if I try and think anything like that… (P5) 
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This suggests a vicarious trauma experienced by participants. P5 responded to this 
by avoiding triggers in the news in an attempt to suppress thoughts about the trauma her 
family experienced. This links with her loss of identity as a mother, and the pain experienced 
at being unable to protect her children. 
Emotional Responses to Invalidating Experiences. A prevalent construct was 
participants’ experiences of having their illness and recovery invalidated. This manifested for 
many participants in anger towards people denying Covid-19 or ignoring Covid-19 
restrictions, “I'm on public transport and people aren’t wearing masks or you're in the 
supermarket and people aren’t wearing masks. It’s like come on folks, get with it. If you knew 
what I’d been through you wouldn't be doing this” (P3). P3 suggests others’ behaviour is 
invalidating of the trauma he had ‘been through’. P1 attempts to make sense of Covid-19 
denial, “because it was just completely deluded that, you know, I can't listen to this madness. 
And it is madness” (P1). 
P4 provided a striking plea to the public during her interview, asking people to 
recognise Covid-19 and to take restrictions seriously: 
If you don’t want to do it, what is right for yourself, do it right for others. Because 
you don’t want to put other people into trouble, into this illness, because yourself, 
you don’t care about yourself. If you don’t want to care about yourself, care about 
others… Some people say it will never happen to them. Which is not true. Which is 
not true. It’s not true. (P4) 
P4’s distress can be sensed as she seeks acknowledgment of Covid-19 as a real 
threat in her repetition of “it’s not true”. This links in with her values of caring for and 
protecting one another. 
P5 expressed frustration at the lack of recognition of her difficult recovery 
experiences in the media portrayal of the pandemic:  
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That's something you don't see on telly, you see all the people that have died, but 
you don't see all the people that have recovered… you never see any of the results on 
telly of all the people that managed to survive it... I mean, it does annoy me… (P5) 
Theme Three: Relationship to Follow-up Help 
Participants provided varying accounts of the ICU follow-up clinic, their relationship 
to services after leaving ICU, and how this contributed to their recovery. 
Positive Interpersonal Experiences. A key theme regarding the ICU follow-up clinic 
was the interpersonal experience of meeting with staff. The clinic was described as 
important to feel held in mind, connected and listened to by staff. They had the opportunity 
to have practical issues addressed, by having questions answered and receiving information 
which provided reassurance. One participant felt validated in having his unreal experiences 
confirmed, “Them telling me about what had happened, it made sense, I believed them. It 
sort of… actually, it confirmed it happened, if that makes sense? Because sometimes I look 
back, did that really happen? And what happened exactly?” (P1). The conversation with staff 
seemed to assist P1 in making sense of his experiences, as a means to move forward from 
the event. He noted feeling empowered by staff acknowledging his recovery progress, “they 
were very positive, they were very encouraging and very enthusiastic” (P1). The follow-up 
clinic also appeared to be significant for P3’s recovery as he described, “I hadn't realised 
beforehand, but afterwards did, just how important that conversation was… important for 
me” (P3). 
As part of the interpersonal connectivity, P3 described his appreciation for the NHS 
and desire to thank staff, “it was just really lovely to be able to just talk with [the doctor] and 
say thank you” (P3). This gratitude for ICU staff was shared across all participants. 
Follow-up Not Significant. The significance of the ICU follow-up clinic varied across 
participants. Two participants (P4 & P6) had limited memories of the clinic, though they 
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remembered it to be a source of referral to services. Two others (P2 & P7) had no 
recollection of the appointment, suggesting a limited impact on their recovery. One 
participant stated this may be due receiving ‘check-ups’ from a doctor she had an existing 
relationship with:  
But because I had my own consultant, Lupus consultant to check up on me, it was 
okay. … if I had a problem he'd be like OK I'll refer you to this if you need. I can do this 
for you if you need... that's what he was doing. So it didn't make me feel like I was 
left alone, left alone medically. (P7) 
P7 described her existing connection to services helped her feel supported and held 
in mind.  
Invalidated by Lack of Support. The ICU follow-up clinic occurred around six months 
following discharge for all participants, due to the limited resource in services caused by the 
pandemic. As such, some noted feeling abandoned by the lack of support from services 
when they returned home, uncertain about their recovery or prognosis. This gap in support 
was experienced by many participants as invalidating of their difficult recovery experiences: 
“Yeah, just as if it doesn't matter. Just get on with it… You’re just a number. You’ve got over 
it” (P5). For P5 the lack of aftercare communicated to her that her problems are insignificant 
and unimportant. She described having to manage her mobility difficulties without 
professional help. Although this helped her to regain control, the lack of medical input 
appeared to stifle her recovery progress. P7 shared this experience, realising this during the 
interview, “now reflecting upon it, if I if I was almost dying, six months later, why was I, why 
was I let go?” (P7). 
Navigating the NHS. A construct prevalent across five participants was difficulty 
navigating NHS services to address their various physical and psychological needs following 
ICU. P1 acknowledged this, however described being at an advantage as an NHS staff 
 
 83 
member himself, “if I wasn't inside the system, in the sense I know what's going on, it would 
be a horrendous experience” (P1). Others reported being overwhelmed by the number of 
appointments they attended, “because I’d different teams getting back to me, I think it was 
hard for me to realize who was talking to me at certain times or remember who I spoke to” 
(P7). Difficulty navigating services compounded participants’ sense of powerlessness, and 
contributed to their ambivalence towards services, and perhaps hindered recovery. 
The ICU follow-up clinic appeared to be useful in managing this uncertainty by 
providing a connection to services. P5 recounted follow-up clinicians as helpful to chase 
referrals and check on test results, “She was really good, the doctor, she referred me for a lot 
of things” (P5). She noted feeling contained in the knowledge that action was being taken. 
Interestingly, for two participants (P4 & P6) support with referrals was the only aspect of the 
follow-up clinic they could recall, indicating the potential significance of this. P4 described a 
holistic approach, being provided with information regarding talking therapies and citizen’s 
advice. 
Theme Four: Reconstructing the Self 
Participants described attempts to reconstruct their sense of self to form a new 
identity, as part of the recovery process. 
Integration of Near-death Experience. Many participants described realising how 
close they came to death. They recounted how this feeling continued with them beyond the 
ICU, “going to sleep you wonder if you're going to wake up again… So all of that is just this 
total melange of… of, emotions, experiences” (P3). This sense of closeness to death was 
compounded by memories of deaths on the ward, and hearing death tolls in the news. P3 
attempted to make sense of his ‘waking up again’ as a divine intervention, “I felt quite 
strongly that through prayer, through people’s good will, that we are carried in some way” 
(P3). Many participants appeared to make sense of their survival in this way: “Maybe God 
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wants to give me another life” (P6), “I felt like maybe God was testing me in a certain way” 
(P7), “I was a walking miracle” (P2). These excerpts suggest a notion of participants feeling 
they have been given a second chance at life, to integrate into their new identities. 
Regaining Identity. Participants described making attempts to regain their pre-
illness identity, reorganised around their altered bodies. For some this meant striving to 
regain independence through physical function and strength. For others this meant 
returning to their values and beliefs: “And that's been really nice to sort of… come back 
again… it takes me back to the core values around why I became a nurse and what nursing 
should be about, actually what living is about” (P1). P1 describes a positive feeling in being 
able to recover physically and psychologically to the point where he feels like himself, to 
‘come back again’. The recovery process evoked reminders of his original values regarding 
his profession, and of life itself, which he had perhaps lost touch with even before the 
illness. 
Some participants described how they had to re-learn about themselves and their 
pre-ICU likes and dislikes. By regaining cognitive and physical function during recovery, 
participants were able to feel independent with self-care tasks and reclaim their sense of 
dignity. Participants described a greater sense of control was important in their recovery and 
returning to normalcy. 
The impact of the pandemic meant that social distancing restrictions were in place 
when the participants returned home from the ICU. Three participants noted how these 
impeded their ability to engage with activities in line with their values, and hindered them 
regaining their identity and recovering:  
It prohibited me from going out the house when I wanted to, how I like, or try even 
motivate myself to go outside or go to the gym or go see a friend or like have outside 
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'me time'. So yeah it did, like, prohibit me like it did like stop me from going as fast or 
far as I wanted to. (P7) 
Re-evaluating Life. A prevalent construct was the re-evaluation and reprioritisation 
of life, beyond returning to the pre-illness identity. Participants used the interview as an 
opportunity to consolidate their changed outlook, “The reality is, I'm over halfway through 
my life. And you've got to start thinking about, well, what's important, what's not 
important?” (P1). P1’s experience of Covid-19 and closeness to death evoked reflection 
about how he wants to spend his time. P4 engaged in existential questioning: 
The way I see them now, because I just feel that on this Earth, we're just here for a 
short time. And I, life is something that I now fail to understand. I'm finding it difficult 
to plan things. Because I feel that within split of a second, things may change. (P4) 
It seems that in losing her identity P4’s beliefs and understanding of life were 
challenged. The world appeared an unpredictable place, and as such she struggled to 
envision her future. P7 noted experiencing a similar concept of the world, however in 
contrast to P4, she described adopting a new perspective of “it didn't happen it's okay, we 
can find another way. Like, I'm not really hung up on what could or can't happen” (P7). This 
suggests a strengthening in having overcome the challenge of Covid-19, and an acceptance 
of uncertainty. Participants shared this notion of improving their lives to be better than pre-
ICU, in terms of spending time on self-care, improved health and fitness and having more 
flexible schedules. 
Strengthened Connections. Many participants noted prioritising connections and 
relationships across different levels, with partners, family and friends, and the wider 
community. P6 described a strengthened appreciation for his partner taking on a caring role: 
“Only relationship I got now with my wife. She's my friend. She's my, she's my family. She's 
everything.” This indicates a withdrawal from his wider network of support, and greater 
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emphasis on his connection with his partner. Covid-19 was viewed as a critical point from 
which participants made decisions about their time: “this has been an event, an experience 
that has really deepened my interconnectivity with people on a personal level. And to be able 
to take that forward and to have the time for family and friends” (P3). P3 acknowledged a 
positive change post-critical illness. He described making practical changes to make time for 
relationships, moving away from his high-powered professional lifestyle to form a new 
identity. 
Participants described a connection to other Covid-19 patients and giving back to 
help those in their position. Many spoke about donating their blood plasma, setting up 
Covid-19 support groups or volunteering at hospitals, “So this organisation has now become 
the official provider to the hospital, to patients who want kosher meals… But they need 
volunteers to drive over to different hospitals. So I volunteered, I went last week” (P2). This 
suggests P2’s pride in the Jewish community supporting patients in his position, recalling the 
appreciation he had for receiving a kosher meal after leaving ICU. Participants described 
taking part in research “because I need to help the people” (P6) as it is “the least I could do” 
(P3). This suggests a sense of owing the NHS or Covid-19 patients in their survival, perhaps 
as a means of overcoming and integrating the trauma and discovering new ways to 
contribute to society, to gain a sense of self-worth. 
Integration of Themes 
A depiction of the hypothesised integration of themes is presented in Figure 2. The 
diagram shows participants’ lost sense of self following their Covid-19 ICU experience and 
the associated physical, psychological and cognitive difficulties. Participants’ recovery 
appeared to move towards coping with the trauma of the ICU. The contribution of ICU 
follow-up to recovery varied between participants. The delay in support felt invalidating, 
linking with the invalidating experiences around their trauma. NHS services were difficult to 
 
 87 
navigate, though the follow-up helped with this. Some found the empowerment, validation 
and referrals received at follow-up helped them to move towards reconstructing their 
identity. They integrated the near-death ICU experience to then regain their pre-illness 
identity. This led to a re-evaluation of life and re-prioritising interpersonal connections. The 
dotted arrow between ‘Lost self’ and ‘Reconstructing the self’ highlights how recovery did 
not appear to be a linear process and participants may oscillate between these experiences.
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Summary of Results 
Covid-19 patients discharged from ICU described losing their sense of self. Physical, 
psychological and cognitive difficulties led to feelings of helplessness and powerlessness. 
Participants weighed up their pre-illness self with the post-illness self and struggled to 
accept their new identity, characterised by physical health problems. They attempted to 
cope with and process inescapable reminders of the trauma from physical scars, media and 
fear of reinfection. Participants detached from the trauma, often connecting more with the 
experience of distressed loved ones. They experienced invalidation in societal narratives and 
the media. Participants strived to reconstruct the self by processing how close they came to 
death on the ICU and attempting to regain their pre-illness identity. Some re-evaluated their 
lives, engaging in existential questioning and prioritising connection with others.  
A selection of participants described a positive experience of attending the ICU 
follow-up clinic. They valued the interpersonal aspect of having an open conversation with 
staff and felt empowered by this, playing a significant role in their recovery. Others found 
the ICU follow-up clinic unmemorable and as such insignificant in their recovery. The lack of 
support or delay in follow-up was deemed invalidating, as participants felt abandoned by 
services. Many participants struggled to navigate the developing and pressured NHS 
services, however found the ICU follow-up clinic helpful in managing this. 
The findings provide a detailed account of how patients describe their recovery from 
Covid-19, specifically within the context of ICU treatment. The findings highlight the 
individual, dynamic and relational processes involved in working towards the notion of 
‘recovery’, as highlighted in Ashford et al.’s (2019) definition. Patients’ narratives of the ICU 
follow-up clinic varied across the sample, as some participants struggled to remember it 
well. This was an unanticipated outcome of the study and the data gathered is therefore 
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somewhat limited in addressing two of the research questions regarding the follow-up clinic 
and its role in recovery. However, this may indicate other important processes in 
participants’ recovery. Interestingly, the three participants who described their follow-up 
appointment as significant were White British. The other four participants described placing 
greater emphasis on managing problems within their family, community or faith. This style 
of coping is more common in cross-cultural variations in relationships to help (Reder & 
Fredman, 1996). Factors such as the medical model, language differences and historic 
mistrust of health services may have alienated minoritised communities from the follow-up 
clinic (Szczepura, 2005). Johnson et al. (2020) state there are early signs that post-ICU 
symptoms disproportionately affect ethnic minorities treated for Covid-19, and so their 
experiences of recovery and follow-up may vary. This is compounded by the emotional 
impact for Black, Asian and other minoritised ethnic groups in understanding the 
disproportionate Covid-19 illness and death rates in their communities (BPS, 2020b). 
Findings from the present study have implications for the format of follow-up services, and 
how they can meet the needs of different populations.  
Another hypothesised reason for the lack of significance of the follow-up clinic for 
four of the participants is the online mode of delivery. This removed several meaningful 
aspects of the clinic which are usually present during face-to-face appointments, such as 
medical examination, immediate access to psycho-educational literature and meeting the 
team who cared for them. The Systematic Review presented in this thesis indicates how 
visiting the ICU meant patients could hear voices, see faces and witness the spatial 
experience to trigger memories and be supported with the sense-making process. In-person 
site visits are a well-established aspect of cognitive-behavioural treatment (CBT) for post-ICU 
PTSD, as a means of reducing fear, updating memories, learning from the experience and 
noticing a different look and feel to the site (Murray et al., 2015; Murray et al., 2016). Online 
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follow-up clinics may be limited in providing the same meaningful experience for patients 
striving to recover and process their trauma. 
Links with Theory 
In terms of Leventhal et al.’s (1980) ‘Common Sense Representation of Illness 
Danger’ theory, participants’ cognitive representations of their illness are evident. They 
described the impact of Covid-19 on their physical, cognitive and psychological health, and 
the resulting loss of their pre-illness identities. Participants noted a lack of perceived control 
over the illness and uncertainty around the prognosis. The identity of Covid-19 seemed to 
bring with it narratives of death and trauma, or denial of the illness. Participants employed 
coping strategies to regain their sense of control, through striving for independence and re-
prioritising their time. Emotional illness representations included distress around relatives’ 
experiences, fear of reinfection and anger at invalidating experiences. Coping mechanisms 
involved withdrawal, hypervigilance around reinfection, connecting with others and 
detaching from the trauma of the ICU stay. The ICU follow-up clinic appeared to help some 
participants to address cognitive and emotional concerns by providing participants with 
information and referrals to create a sense of control, validation and empowerment. 
Morse’s (1997) ‘Responding to Threats to Integrity of the Self’ theory provides a 
model for understanding participants’ experiences. Participants appeared to work through 
the 'enduring’ phase in realising the impact of their physical changes on their identity and 
ability to live in line with their values. Here they ‘endured’ their lost sense of self before 
working to regain independence. Morse (1997) suggested participants question medical 
professionals to help reconstruct the self, however many participants described being 
unable to do so for several months, potentially contributing to distress and an elongated 
recovery process. The ‘suffering’ phase describes patients’ grief at their lost pre-illness self. 
This seems to entail the reported helplessness and difficulty with acceptance. Participants 
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appeared to work towards a more complete recovery than deemed possible, as suggested 
by Morse (1997), in re-evaluating their lives and prioritising self-care. The follow-up clinic 
appeared valuable for some as a means of reiterating their illness narrative, to make the 
unreal experience real and reconciling the pre-illness with post-illness self. Finally, in 
‘learning to live with the altered self’ participants reorganised their lives around their new 
bodies to regain their identity. Participants engaged in giving back to others in their 
situation, through participation in research and donating plasma. Some participants were 
able to recognise the positive impact of the life-changing event upon their lives, to 
strengthen their connections and change their outlook. The existing theoretical frameworks 
regarding response to illness appear applicable to the experiences of participants recovering 
from ICU treatment for Covid-19. 
The current themes appear to describe participants’ adjustment to chronic illness, 
caused by the critical illness, suggested by Moss-Morris (2013). Participants described poor 
illness adjustment and struggled to accept their illness, leading to reduced activity, 
avoidance and anxiety. Some spoke about moving towards equilibrium by regaining their 
identity, strengthening their connections and engaging with support from follow-up services. 
Links with Existing Literature 
Hashem et al.’s (2016) qualitative systematic review of patient outcomes after ICU 
discharge identified experiences such as acceptance of illness and newfound gratitude for 
life. This maps onto the identified theme ‘Reconstructing the self’, as participants re-
evaluated to develop a new perspective on life. The importance of mobility, described in 
Hashem et al.’s (2016) review, links with the findings of participants learning and adjusting 
to their new bodies. Changes in social roles was also replicated in the findings as participants 
reported a loss of identity. Interestingly, individuals in the current study reported 
empathising with their families’ trauma, however this did not appear in Hashem et al.’s 
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(2016) review. This experience may be specific to the Covid-19 context of separation from 
loved ones, and their experience of the pandemic from outside the ICU.  
Kean et al.’s (2021) review described ICU survivors’ identity to be a key construct. 
They reported how critical illness is experienced as a disruption to the self, similar to the 
‘Lost self’ theme. Corner et al. (2019) suggested a loss of pre-illness identity and 
independence, much like the powerlessness described in the current study where 
participants dichotomised their pre- and post-illness selves. Participants in the current study 
moved towards reconstructing the self by attempting to regain their identity, linking with 
Kean et al.’s (2021) notion of regaining control and resuming social roles to recalibrate to a 
new self. Kean et al. (2021) reported how patients reconstruct the self by incorporating the 
ICU experience and consequences, as evidenced in the current study by participants 
integrating the near-death experience to then re-prioritise their lives. The replication of 
previous findings suggests there are many shared experiences between those recovering 
from ICU treatment for Covid-19, and those recovering from ICU before the pandemic. 
In terms of individual differences, Kean et al. (2021) suggested men are more likely 
to distance themselves from the recovery experience, whereas women engage in discussion. 
Furthermore, those with pre-existing physical or mental health conditions or difficult social 
circumstances may experience critical illness recovery differently, due to the cumulative 
effect of adversity. These factors may contribute to the variation in findings, however 
examination of this was beyond the scope of the current study and sample size. 
Investigation of the diverse health needs within the post-ICU Covid-19 population is needed. 
The Systematic Review of ICU follow-up experiences presented in this thesis 
indicates the importance of compassionate care. Patients described being heard, held in 
mind and contained as key experiences. These themes were replicated in the current 
findings in three participants’ reports of the positive interpersonal experiences with follow-
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up staff. This was described to be a key part of the follow-up experience, over and above the 
intended assessment of difficulties or onward referrals. P1, P3 and P5 reported the follow-
up clinic to play an important role in their recovery, linking with the ‘facilitating 
psychological recovery’ theme identified in the Systematic Review. Other participants did 
not remember the online follow-up appointment well, and so did not describe discovering 
the meaning of the critical illness experience, as indicated in the Systematic Review. 
However, nuances in the Systematic Review data suggested some participants in the 
included studies felt the clinic did not have a significant influence on them or provide new 
information. This highlights similarities in the reported experiences of ICU follow-up clinics 
before and during the context of the Covid-19 pandemic, and how these may vary between 
individuals. 
Strengths and Limitations 
Strengths. The current study was a novel piece of research in this area. The findings 
overcome limitations of previous quantitative studies of ICU recovery by providing a rich 
narrative of the recovery experiences, directly applicable to the current context of the 
Covid-19 pandemic. Therefore, the study provides an empirical grounding from which to 
base ICU follow-up clinic structure, therapeutic interventions and future research. 
Service user involvement is a key priority in the design and reporting of research, as 
recommended by the Department of Health’s (2005) research strategy. The ICU Steps 
patient charity were consulted in designing the information sheet, consent form and 
interview schedule. A pilot interview was also conducted with a member of ICU Steps to gain 
feedback regarding the schedule and process. This ensured the study was accessible, 
meaningful and sensitive to the population it was investigating. 
The chosen methodology of IPA strengthened the study as it facilitated an in-depth 
exploration and interpretation of ICU patients’ experiences. This approach favoured 
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individuals’ subjective descriptions of the phenomenon of ICU recovery and follow-up, and 
acknowledged the interdependent relationship between the researcher and participants, 
preferable to other qualitative methods (Ashworth, 2008). The findings regarding the role of 
the media and NHS in recovery provide an understanding of the relationship between the 
phenomenon and the current world context. The researcher ensured adherence to the IPA 
methodology through reading, supervision and peer supervision. Reflexivity was maintained 
throughout to monitor the impact of the researchers’ own beliefs and biases upon the data. 
A research diary was kept to note thoughts and feelings about the process of IPA. The risk of 
bias was minimised by carrying out credibility checks of data and themes with a research 
supervisor and an independent Trainee Clinical Psychologist. 
A strength of the sample is its homogeneity, which is key in IPA studies to gain an in-
depth understanding of a phenomenon (Smith et al., 2009). A single phenomenon of ICU 
treatment for Covid-19 within one London-based hospital was analysed, rather than 
comparing between heterogenous phenomena. This allowed for exploration of convergence 
and divergence within the sample. However, this limits the generalisability of findings to the 
wider population and highlights the need for study replication across hospitals with varying 
ICU follow-up provision. Nonetheless, the sample was diverse in terms of age, ethnic and 
cultural background, providing alternative perspectives on the experience. 
Limitations. Limited data was generated to directly answer the research questions 
regarding the experience of the ICU follow-up clinic, and its role within recovery. The 
researcher made attempts during the interview to prompt participants’ memories, however 
four participants still failed to recall the appointment in detail. To avoid this, an inclusion 
criterion could have required adequate recall of the clinic. However, due to the pandemic 
and reduction in ICU follow-up clinics, the pool of individuals who met existing inclusion 
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criteria was limited. Furthermore, the lack of memory around the ICU follow-up clinic 
provided useful information in itself regarding its significance in some participants’ recovery. 
All the interviews took place online via videocall due to social distancing restrictions 
in place, which could have impacted rapport building and confidentiality of the space. This 
may have limited how comfortable participants felt in being open, and how attuned the 
researcher was to non-verbal cues, potentially affecting the quality of data collection and 
analysis. However, remote interviews may have increased accessibility of study 
participation, providing flexibility in time and setting. Feedback from the service user panel 
suggested having a researcher visit the home may have been uncomfortable for participants 
during their recovery period. 
Willig (2013) states there are three main limitations to using IPA. Firstly, IPA relies 
on the validity of an individual’s use of language to represent their experiences. However, it 
may be argued that language constructs their reality, as opposed to describing it. Transcripts 
provided insight into how the participant talks about their experience, rather than insight 
into the experience itself, perhaps limiting the generalisability of findings. Secondly, IPA 
relies on participants being able to communicate the rich and subtle details of their 
experience within interviews. This may have been difficult for some participants to do given 
the context, potential cognitive difficulties and differences in language. Finally, it is 
important to recognise that IPA generates descriptions of experiences, rather than 
explaining why experiences and differences occur. This is open to the interpretation of the 
researcher and reader. 
Purposeful opportunity sampling may have biased the findings as participants were 
more likely to have good verbal communication skills, be in contact with services, and be 
viewed by clinicians as likely to engage in research. This may have skewed findings towards 
indicating a shared experience of wanting to give back through contribution to research, as 
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highlighted in the ‘strengthened connections’ subtheme. Individuals who declined to 
participate (n=1) or did not respond (n=3) may have experienced more barriers to talking 
about their ICU recovery experience. Participants were made aware that the researcher was 
an NHS staff member. Although they were reassured that their information would remain 
confidential and would not impact their care, they may have provided more favourable 
descriptions of the NHS, potentially skewing findings. 
Clinical and Scientific Implications 
The current findings have significant clinical implications for the care and treatment 
of patients recovering from ICU treatment for Covid-19. It is important not to pathologise 
participants’ experiences following ICU treatment for Covid-19. The difficulties outlined in 
the findings are potentially normative reactions to a significant life event. This highlights the 
role of context, services and societal narratives. 
The findings indicate the potential significance of face-to-face ICU follow-up, to 
maximise benefits from the interpersonal experience and help patients to remember and 
make sense of their experience. The format of follow-up clinics should support patients in 
accessing services and information which can assist them in engaging in activities to regain 
their sense of self. Follow-up clinics may also need to adapt to meet the needs of minoritised 
communities, to provide a more meaningful experience for all. This should be considered in 
the funding and development of follow-up clinics for this population. 
The notions of accepting illness and regaining identity indicated in recovery suggest 
that Acceptance and Commitment Therapy may be helpful for patients following ICU 
discharge. This approach could aid the exploration of personal values and help patients to 
set goals which are in line with their values.  
Training for GPs and psychological therapy professionals, and updating patient 
informational material, may be beneficial to promote understanding of the unique 
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experiences of this population. This can help patients feel normalised, understood by 
services and provide an appropriate space for ongoing support in the community, away from 
acute health services. 
Conclusion 
The current study aimed to answer three research questions. The first asked how 
patients describe their recovery from Covid-19. Themes described experiences, specific to 
the context of ICU treatment, of participants losing their sense of self, attempting to 
reconstruct the self, and coping with and processing the trauma. The second question asked 
what patients’ narratives are of their experiences of attending an ICU follow-up clinic. There 
were varied descriptions of the clinic with some appreciating the interpersonal experience, 
whilst others struggled to recall it, identified in the ‘Relationship to follow-up help’ theme. 
The third question asked how patients’ experiences of the follow-up clinic contribute to 
their recovery from Covid-19. The data was somewhat restricted here, however participants 
that remembered the appointment well described how it played a significant role in their 
recovery, by facilitating sense-making and providing a feeling of empowerment. Experiences 
of loss of identity and regaining a sense of self were replicated from previously reported 
experiences of ICU recovery. Differences within this population included media and social 
narratives, the inescapable nature of Covid-19, and the lack of established rehabilitation 
pathway. The findings have implications for the setup of ICU follow-up clinics, and for 
psychological intervention of patients recovering from ICU treatment for Covid-19. Further 
research is needed to establish the differences between online and face-to-face ICU follow-
up clinics in terms of patient outcomes and experience. Individual differences may be an 
interesting area for research. The experiences of racially minoritised populations, those with 
pre-existing mental or physical health conditions, and the role of gender are important areas 
for research, to then inform service delivery.  
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Chapter IV: Integration, Impact and Dissemination Summary 
Integration 
The Systematic Review chapter of this thesis aimed to aggregate, interpret and 
synthesise patient experiences of ICU follow-up clinics following discharge from ICU, and to 
build upon current understanding of how follow-up clinics can support patients in their 
recovery. The empirical study aimed to explore Covid-19 patients’ experiences of recovery 
after discharge from intensive care, and the role of an ICU follow-up clinic in recovery. The 
Systematic Review and Empirical Study combine to provide a more detailed understanding 
of the experience of recovery from intensive care and what role follow-up services play, to 
assist clinicians in supporting and treating this population. 
Taken together, the findings from the Systematic Review and Empirical Project 
develop existing understanding of ICU follow-up clinics, within different contexts. The 
Systematic Review findings provided a useful context when relating the Empirical Project 
results to the evidence base established prior to the Covid-19 pandemic. The Empirical Study 
updated findings from the Systematic Review, examining the impact of the Covid-19 
pandemic on the delivery and experience of ICU follow-up clinics. There are similarities and 
differences between the findings of people’s experiences accessing the clinic before the 
pandemic, and those accessing it after treatment for Covid-19. 
The main similarity between the findings was the interpersonal experience of the 
ICU follow-up clinics. A pertinent theme from the Systematic Review was the experience of 
compassionate care received during the clinic. This included participants having their 
feelings heard, being held in mind, experiencing continuity of care, and being contained, 
normalised and validated. This experience was shared by participants who took part in the 
Empirical Study. They described positive interpersonal experiences from their online ICU 
follow-up clinic including feeling connected to staff, empowered, and receiving reassurance. 
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Some described how significant the clinic was in their recovery trajectory, overlapping with 
the Systematic Review theme ‘Facilitating psychological recovery’. Participants in the 
Systematic Review reported the ICU follow-up clinic provided an opportunity to express 
their gratitude to ICU staff. This was reflected in the Empirical Project findings where 
participants expressed an appreciation and sympathy for the hard work of nurses. However, 
due to the online nature of the appointment, participants were not able to meet staff 
members and express their thanks in person. Nevertheless, the findings from the Empirical 
Study add to and provide support for the Systematic Review findings. 
The main difference between the findings was the lack of significance of the ICU 
follow-up clinic for some participants in the Empirical Project. Two participants struggled to 
recall the clinic altogether, and so did not describe a benefit to having attended. The clinic 
was not identified to have a significant impact on filling gaps in participants’ memories or 
aiding the sense-making process. Hypothesised reasons for this are described in the 
Empirical Project discussion, including the online mode of delivery and disruption to NHS 
services caused by the pandemic. It is important to note that the Systematic Review findings 
indicated there was some variation in the experience of the clinics, as a few participants 
described receiving no new information, highlighting the differences in individual needs. 
Completing the Systematic Review first provided me with a good understanding of 
the existing literature regarding ICU follow-up clinics. Assessing the quality of the included 
Systematic Review papers highlighted methodological limitations to mitigate when 
developing the Empirical Project, for example reliability checks and reflecting on the role of 
the researcher. Awareness of the existing literature also helped guide the subsequent 
interpretation and analysis of data for the Empirical Project, though it is important to 
consider the bias this may have placed upon the study process. However, the IPA approach 
acknowledges that researchers cannot be fully neutral but bring with them their own 
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knowledge and personal experiences to the work (Smith et al., 2008). I acknowledged and 
reflected upon this wherever possible, through the use of a research diary, supervision and 
reflexivity. 
Reflections on the Systematic Review Process 
The development of the Systematic Review question involved a broad familiarisation 
of the existing literature to identify any potential gaps or need for synthesis of findings. A 
thematic synthesis method (Thomas & Harden, 2008) for qualitative studies was chosen. As 
the Empirical Project topic was chosen first, it seemed appropriate to focus the Systematic 
Review on either ICU follow-up clinics or ICU recovery more broadly. There were several 
qualitative studies which had explored ICU recovery, and this had been reviewed previously 
(Hashem et al., 2016). However, there were no reviews of literature on experiences of ICU 
follow-up clinics. After initial scoping searches, it was decided that a review of ICU follow-up 
clinic experience would complement the Empirical Project and make a novel contribution to 
the research field. A possible disadvantage of the topic choice was the narrow question 
which meant that only 10 papers met inclusion criteria, though this was deemed acceptable 
for adequate data synthesis. 
An advantage to using the thematic synthesis methodology (Thomas & Harden, 
2008) was the production of analytical and descriptive themes. The review findings can be 
easily interpreted by the reader, allowing for application to, and comparison with, the 
Empirical Project and future research. 
Reflections on the Empirical Project Process 
The original plan for the Empirical Project was to explore experiences of recovery 
from intensive care, and the role of the ICU follow-up clinic in recovery. However, this 
changed during the early stages of research planning when the Covid-19 pandemic began in 
March 2020. The pandemic led to several challenges in the planning and implementation of 
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the Empirical Project. The feasibility of recruitment had to be considered in light of 
overwhelmed ICUs and staff members. Recruitment of only Covid-19 patients was deemed 
most feasible and relevant. This was agreed in consultation with the external research 
supervisor, who was working in a London-based ICU. During the ‘first wave’ of the 
pandemic, ICU follow-up clinics were suspended and scheduled to recommence in 
September 2020. However, the clinics only resumed for a short period in November, prior to 
the ‘second wave’. Plans to interview participants in the hospital or at their homes had to be 
revised in order to comply with social distancing measures. These factors had to be 
considered, and contingency plans made, when developing the study proposal during the 
early stages of the Covid-19 crisis, where little was known about the illness. If recruitment 
from a hospital site proved unfeasible, an alternative plan was to approach members of the 
ICU Steps charity for participation. However, this would have affected the homogeneity of 
the sample, had they experienced intensive care and follow-up across a range of different 
hospitals. Delays caused by the pandemic were experienced when seeking NHS ethical 
approval, which had a subsequent impact on local approval from Research and 
Development, thus delaying recruitment. 
As the ICU follow-up clinic ran only for a short period before the ‘second wave’, 
there was a limited pool of 13 patients who met inclusion criteria for the study. As a result, I 
ensured that I was available to respond to potential participants’ queries, and to conduct 
interviews at a time that suited them. This reduced the barriers to taking part, to ensure 
recruitment success. The recruitment rate was high as seven of the 13 took part in 
interviews. A reason for this may lie in the study findings where ICU patients were more 
willing to participate in research as a way of giving back to the NHS, and to help others in 
their situation. However, this may have created bias in the findings. All participants were 
informed that I worked for the NHS, though not in the ICU, and so may have been more 
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likely to speak highly of the NHS. Furthermore, three participants informed me that they had 
published blogs or participated in interviews for news websites about their experience of 
Covid-19, and as such may have been more able to articulate their experience. 
Many participants told me about the vast number of research studies they had been 
approached by soon after they were discharged from ICU. For some, it sounded as though 
there was a sense of being objectified following discharge as many people around them, 
professionals, friends and strangers, were curious about their experience. This made me 
conscious of the very personal nature of the interview questions. I felt grateful that the 
participants were willing to share their intimate and emotional experiences with me. Many 
reported a positive and therapeutic benefit from being able to share their experiences, and I 
felt privileged to have heard them. They hoped that their contributions could help improve 
care for future Covid-19 and ICU patients. Hearing their accounts of the challenges they 
faced motivated me further to raise awareness of the difficulties and to give justice to their 
stories in the write-up. I felt a responsibility to ensure the research was worthwhile in 
making impact or change in the support offered to people recovering from Covid-19. 
As part of the process of analysis I reflected upon my personal position in the 
collection and interpretation of data. The Covid-19 pandemic impacted many lives, with 
each individual having their own relationship to the crisis. As a South Asian male, I 
understood the disproportionate impact of Covid-19 on my community, and the increased 
risk of severe illness or death for my family. As a result, I felt strongly about social distancing 
restrictions. These feelings were evoked during interviews when participants expressed 
frustration at those not following restrictions and denying the existence of Covid-19. I 
noticed sharing participants’ anger, and found their painful experiences reinforced my 
thoughts and feelings about the pandemic. I used my reflexivity skills to notice this during 
interviews, and later reflected upon this in research supervision. I was aware of how this 
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influenced my analysis of the data, as an important part of IPA is the researcher making 
sense of the participants’ sense-making (Smith et al., 2009). I was intrigued by the diverse 
experiences of participants, however I perhaps anticipated negative experiences of recovery 
and the impact of Covid-19. This preconception may have biased my questioning, possibly 
guiding participants to elaborate more on negative experiences. I managed this by noting my 
reflections, thoughts and feelings in a research diary after each interview. 
The Empirical Project participants were of diverse backgrounds, however 
interestingly no patients of South Asian heritage took part in the study. I considered 
Burnham et al.’s (2008) Social GRACES in order to make sense of the issues of difference and 
diversity and the role of oppression, alienation and inequality. I wondered how these issues 
impacted upon how participants related to me as an interviewer, and the parts of their 
stories which they felt more or less comfortable to share. Four participants were from 
minoritised ethnic groups. I felt it was important to consider their relationships to health 
services and coping styles in the interpretation of findings in the discussion section. Due to 
the overrepresentation of minoritised ethnic groups in severe Covid-19 illness, it is necessary 
for services to adapt to the needs of these communities. 
This prompted me to reflect on why I had chosen this research area. I recognised my 
ongoing interest in working with psychological difficulties within physical health settings, 
and the health inequalities experienced by racially minoritised groups. The acute nature of 
intensive care, and the long-term impact of this, interested me as a unique area of health 
psychology. 
Impact 
Information provided by the Systematic Review and Empirical Project findings has 
the potential to benefit individuals recovering from Covid-19 (with or without intensive 
care), healthcare workers and mental health clinicians working with ICU patients, charities, 
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and academics. It is hoped that approaching beneficiaries in each area will maximise the 
impact of the research findings. 
Academic Impact 
The Systematic Review provides the first synthesis of qualitative evidence into the 
experience of ICU follow-up clinics. The paper provided a timely review of qualitative 
literature, all published within the last 18 years. The summary of ICU follow-up clinic 
provision indicated that they are most commonly nurse-led, face-to-face, and between one 
and three sessions, though content and style varied. This disparity highlights the difficulty in 
comparing across ICU follow-up clinics and therefore has implications for future empirical 
research and the generalisability of findings. This also indicates the implementation of 
evidence-based guidelines is needed to provide consistency. 
The thematic synthesis of findings in the Systematic Review provides academics and 
researchers with a comprehensive account of existing data, from which comparisons and 
developments can be made. The factors which mediate the positive experience of ICU 
follow-up appear to be interpersonal experiences, aiding memories and making sense of the 
experience. These complex processes may benefit from further examination to test 
mediation empirically.  
The quality of the evidence reviewed was generally acceptable, however the review 
highlighted the potential downfall of some qualitative papers, for example in considering the 
relationship between the researcher and participants. Researchers can use the findings to 
inform future studies by addressing shortfalls. 
The Empirical Project provided an entirely novel account of Covid-19 patients’ 
experiences of recovery from ICU. This is a new and emerging clinical population since the 
onset of the Covid-19 pandemic in March 2020. There is little empirical research exploring 
the psychological experience of surviving Covid-19, therefore the study provides a valuable 
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addition to research. The themes helped to provide an understanding of the construct of 
‘recovery’, and how the ICU follow-up clinic contributes towards this. Furthermore, the 
study adds to the gap in research regarding the use of online ICU follow-up clinics for Covid-
19 patients. The results of the analysis are beneficial for researchers in guiding the design of 
future quantitative studies to test out the qualitative themes that emerged from the present 
study. In particular, research may benefit from exploring how individuals recover from 
severe Covid-19 outside of the ICU context, in order to differentiate the impact of ICU 
treatment from the impact of Covid-19 recovery more broadly. 
The Covid-19 pandemic has brought health inequalities to the forefront in public 
conversation (Milner & Jumbe, 2020). The papers included in the Systematic Review failed to 
adequately acknowledge differences in racially minoritised groups. The findings of the 
Empirical Project suggested that the experience of recovery and ICU aftercare may be 
different for minoritised groups. This highlights the need for exploration of the differential 
experiences of Covid-19 (Milner & Jumbe, 2020), and those for whom health services may 
be inaccessible or unapproachable. Future research should prioritise assessing the 
relationship between recovery and aftercare, and other factors such as gender, 
socioeconomic status, religion, sexuality and disability. Understanding Covid-19 outcomes in 
terms of intersectionality is important to reduce health inequalities (Milner & Jumbe, 2020). 
The Systematic Review and Empirical Project findings highlight potential differences 
in patient experiences of face-to-face and online ICU follow-up clinics. This is an interesting 
area for research development as the ‘digital mental health revolution’ has accelerated as a 
result of the pandemic (WISH, 2020). The increasing number of online therapeutic 
interventions require careful empirical analysis to ascertain the costs and benefits and 




Clinicians. ICU follow-up. The findings of the Systematic Review indicate the 
benefits of ICU follow-up clinics and provide justification for their continued funding. 
Experiential data from qualitative research, and the illustrative quotations provided in the 
Systematic Review, may help clinicians to think about the nuances of follow-up experiences. 
ICU services could benefit from focussing funding and resources in providing compassionate 
care, and aiding patients’ memories and sense-making of their experience. Clinic facilitation 
by multi-disciplinary teams, including Clinical Psychologists, and offering more than one 
follow-up session may support this. Input from former ICU patients may also help to 
normalise experiences and maximise the quality of ICU aftercare for patients.  
The Empirical Project findings may help health professionals to be understanding 
and sensitive to the needs of Covid-19 patients experiencing a loss of identity and 
attempting to reconstruct their sense of self and process the trauma. A flexible, 
individualised approach to follow-up is needed due to the changing needs of patients during 
their recovery, as suggested by Kean et al. (2021), improving accessibility in terms of 
location, delivery and timing. This has implications for increasing funding of services, 
however this may have preventative benefits in reducing future presentations to hospital, 
improving experience of care and maximising recovery.  
The combined findings of the Systematic Review and Empirical Project indicate the 
potential significance of face-to-face ICU follow-up, to provide a more meaningful and 
beneficial experience for patients. This could strengthen the interpersonal connection and 
help patients to remember and make sense of their ICU experience. However, choice should 
be given to ensure the clinic is accessible for those unable to attend in person. Video follow-
up clinics may be improved with ICU tours, involvement of relatives, video medical 
examinations and availability of staff who treated them. Informational material can be 
talked-through with patients via screen-share. The follow-up team may aim to foster 
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narratives of identity through addressing physical and psychological barriers to engagement 
with activities. The NHS website ‘Your COVID Recovery’ (www.yourcovidrecovery.nhs.uk) 
could be updated to include themes from the Empirical Project to help normalise and 
validate individuals’ experiences and manage expectations. 
The National Post-Intensive Care Rehabilitation Collaborative is a group made up of 
doctors, occupational therapists, Clinical Psychologists, service users and researchers within 
the British Society of Rehabilitation Medicine (BSRM). They suggest ways services can 
respond to Covid-19 and early rehabilitation needs (BSRM, 2020). The use of a Post-ICU 
Presentation Screen (PICUPS) is recommended as a screening tool to inform the 
rehabilitation needs after ICU. The themes from the Empirical Project may help in the 
identification of potential post-ICU experiences to inform PICUPS, multi-disciplinary 
assessments and a subsequent ‘rehabilitation prescription’ (BSRM, 2020). This prescription 
would provide patients with tailored information about what happened to them, their 
ongoing needs, potential prognosis and a Covid-19 specific care plan. This may aid patients’ 
sense-making and navigation of the NHS. 
An important responsibility for health services is addressing health inequalities and 
increasing access to services for marginalised and minoritised groups (Department of Health 
and Social Care, 2012). The Empirical Project findings highlight differences in the experience 
of follow-up services, perhaps due to differences in coping style for minoritised groups. ICU 
follow-up clinics may benefit from co-facilitation by hospital Chaplains and former patients 
from racially minoritised groups. Availability of interpreters is also key to reducing health 
service alienation. Integration within local community settings such as mosques or 
synagogues may help to reach different communities. Therapeutic interventions should be 
sensitive to cultural and spiritual beliefs which make up a person’s sense of self. Health 
services may also alienate racially minoritised groups due to a lack of diversity in the 
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workforce. Improving diversity of staffing may help services to seem more approachable and 
applicable to minoritised groups (Beck et al., 2019). 
Psychological Therapies. Improving Access to Psychological Therapies (IAPT) 
services may be well placed to meet the identified psychological and interpersonal needs of 
empathy, validation and normalisation. These common therapy factors are offered within 
Cognitive Behavioural Therapy (CBT). Clinicians’ reflection and guided discovery skills were 
highlighted as helpful in the Systematic Review findings in ‘Discovering the meaning of the 
critical illness experience’. Third-wave CBT approaches, such as Acceptance and 
Commitment Therapy (ACT), are often used among patients with long-term health 
conditions. ACT may be particularly applicable to the ICU population by encouraging 
exploration of personal values to assist in regaining their sense of self. ACT is commonly 
used in health settings to promote acceptance of difficulties resulting from the health 
condition, and to manage patients’ physical and psychological barriers to engaging in 
activities which are important to them. It is important to note that diagnostic approaches 
used within IAPT settings may not be appropriate for this population, due to the rich and 
nuanced experiences outlined in this study. 
The combined findings highlight the potential importance of face-to-face follow-up 
ICU clinics. A key aspect of cognitive therapy for post-ICU PTSD is in-person site visits 
(Murray et al., 2020). ICU visits help patients to learn information about the care provided 
by nurses and where hallucinations may have originated, in order to update memories 
(Murray et al., 2020). Discovering this information may help to update beliefs about the 
critical illness event and facilitate psychological recovery. 
Trauma-informed approaches to ICU follow-up care, and subsequent physical and 
psychological treatment, may be important for this population. Clinicians should be mindful 
of patient experiences of inescapable reminders and invalidating experiences, evidenced in 
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the Empirical Project. Principles for trauma-informed care include realising how trauma may 
affect individuals, recognising the signs, responding and resisting re-traumatisation (Oral et 
al., 2016). Sweeney et al. (2016) suggest care should promote trustworthiness, transparency, 
collaboration and empowerment. 
Training. To tailor care to individuals’ needs, promoting understanding of the 
recognised experiences of the Covid-19 ICU population is necessary. Training for GPs, 
Psychological Wellbeing Practitioners, CBT therapists and Clinical Psychologists may be 
beneficial to prepare them for the presentation of these clients to their services. This can 
help patients feel understood by services and provide an appropriate space for ongoing 
support in the community, away from acute health services. 
Service Users. The impact of the findings outlined above will have direct and indirect 
implications for service users in terms of the support they receive from ICU clinicians, 
community mental health services and charities. The qualitative data and illustrative 
quotations help to give a voice to service users. The Empirical Project findings may provide 
service users with a sense of normalisation and validation of their experiences being 
represented in literature. This could help manage their expectations of psychological 
experiences following discharge from intensive care. The results may increase patients’ 
insight into their relationship to their newfound health problems. As such, knowledge of the 
findings could help improve their cognitive and emotional representations of the illness, and 
potentially improve outcomes (Leventhal et al., 1980). Furthermore, the findings may also 
support relatives of ICU patients in making sense of their loved ones’ experiences. 
Charities. The ICU Steps patient charity provides support to those discharged from 
intensive care through informational booklets, local support groups, improving recognition 
and awareness, and promoting research. The findings from the Systematic Review provides 
charities with a qualitative understanding of the needs of patients after discharge from 
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intensive care. This may help to inform the structure and setup of patient support groups to 
complement local NHS-run ICU follow-up services. The unique needs of Covid-19 patients, 
highlighted in the Empirical Study, may inform the set-up of Covid-specific support groups. 
Support groups may provide a safe space in which to process the trauma and be validated by 
others. Identified issues regarding loss of identity and control may generate ideas for 
providing members with a sense of autonomy and independence through organised and 
accessible social activities. Content in leaflets distributed to patients in hospital, via email or 




To disseminate the findings of the Systematic Review and Empirical Project to the 
research community, I plan to submit them to a peer-reviewed journal and present the 
findings from the empirical study at a relevant conference. The findings have a wide target 
audience and as such a variety of conferences may be appropriate. The British Association 
for Critical Care Nurses (BACCN) conference may be best suited to reach ICU clinicians and 
researchers. The British Psychological Society (BPS) Division of Health Psychology Annual 
Conference may best reach psychological practitioners. In terms of peer-reviewed journals, 
an ICU-specific journal such as Intensive Care Medicine or Critical Care will be key to 
reaching the ICU community.  
Clinical Community 
The clinical community may be reached through the publication of the research in 
peer-reviewed journals. To maximise this, findings will be disseminated via the Intensive 
Care Society, a large multi-disciplinary organisation.  
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Clinicians at the recruitment site will be sent a summary of the findings and the key 
clinical implications. This will be disseminated via a poster emailed to staff and 20-minute 
presentation at a team meeting. I will be available to clarify findings, answer questions and 
help generate ideas about implementing service changes. Promoting the findings may help 
clinicians to reflect on their practice and inform decisions about staff training.  
Psychological practitioners outside of intensive care settings, such as community 
services supporting those discharged from ICU, are also important to reach. IAPT services 
will be approached to offer a summary of findings or presentation of the Empirical Project to 
raise awareness of the kinds of experiences Covid-19 ICU patients may present with. 
Service Users 
A lay summary of the Systematic Review and Empirical Project was developed in 
consultation with service users. A copy will be sent out to all participants and to members of 
the ICU Steps charity. This will also be provided to ICU clinicians at the recruitment site to 
share with patients at their follow-up clinic, to help promote the findings and normalise 
patients’ experiences. Local ICU services hold patient experience days where a summary of 
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Appendix 1: Title and Abstract Screening Inter-Rater Reliability 
Rater_1*Rater_2 Crosstabulation 
  Rater_1  
  .00 1.00 Total 
Rater_2 .00 29 1 30 
 1.00 3 4 7 
Total  32 5 37 
 
Symmetric Measures 









Kappa .604 .177 3.750 .000 
N of Valid Cases  37    
Note: a = Not assuming the null hypothesis. 





Appendix 2: Full Text Screening Inter-Rater Reliability 
Rater_1*Rater_2 Crosstabulation 
  Rater_1  
  .00 1.00 Total 
Rater_2 .00 5 1 6 
 1.00 0 5 5 
Total  5 6 11 
 
Symmetric Measures 









Kappa .820 .169 2.764 .006 
N of Valid Cases  11    
Note: a = Not assuming the null hypothesis. 




Appendix 3: Critical Appraisal Skills Programme Qualitative Studies Checklist (CASP, 2018) 
 







1. Was there a clear 
statement of the aims of the 
research? 
Consider: 
• What was the goal of the research  
• Why it was thought important  
• Its relevance 
 
    
2. Is a qualitative 
methodology appropriate? 
Consider: 
• If the research seeks to interpret or illuminate the actions and/or subjective 
experiences of research participants  
• Is qualitative research the right methodology for addressing the research goal  
 
    
3. Was the research design 
appropriate to address the 
aims of the research?  
Consider: 
• if the researcher has justified the research design (e.g. have they discussed 
how they decided which method to use) 
    
4. Was the recruitment 
strategy appropriate to the 
aims of the research? 
Consider: 
• If the researcher has explained how the participants were selected  
• If they explained why the participants they selected were the most 
appropriate to provide access to the type of knowledge sought by the study  
• If there are any discussions around recruitment (e.g. why some people chose 
not to take part)  
 
    
5. Was the data collected in 
a way that addressed the 
research issue? 
Consider: 
• If the setting for the data collection was justified  
• If it is clear how data were collected (e.g. focus group, semi-structured 
interview etc.)  
    
 
 130 
• If the researcher has justified the methods  
chosen  
• If the researcher has made the methods explicit (e.g. for interview method, is 
there an indication of how interviews are conducted, or did they use a topic 
guide)  
• If methods were modified during the study. If so, has the researcher explained 
how and why  
• If the form of data is clear (e.g. tape recordings, video material, notes etc.)  
• If the researcher has discussed saturation of data  
 
6. Has the relationship 




• If the researcher critically examined their own role, potential bias and 
influence during (a) formulation of the research questions (b) data collection, 
including sample recruitment and choice of location  
• How the researcher responded to events during the study and whether they 
considered the implications of any changes in the research design  
    
Section B: What are the results?    
7. Have ethical issues been 
taken into consideration? 
Consider: 
• If there are sufficient details of how the research was explained to participants 
for the reader to assess whether ethical standards were maintained  
• If the researcher has discussed issues raised by the study (e.g. issues around 
informed consent or confidentiality or how they have handled the effects of the 
study on the participants during and after the study) • If approval has been 
sought from the ethics committee  
 
    
8. Was the data analysis 
sufficiently rigorous? 
Consider: 
• If there is an in-depth description of the analysis process If thematic analysis is 
used.  
• If so, is it clear how the categories/themes were derived from the data  
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• Whether the researcher explains how the data presented were selected from 
the original sample to demonstrate the analysis process  
• If sufficient data are presented to support the findings  
• To what extent contradictory data are taken into account  
• Whether the researcher critically examined their own role, potential bias and 
influence during analysis and selection of data for presentation  
 
9. Is there a clear statement 
of findings?  
 
Consider: 
• If the findings are explicit  
• If there is adequate discussion of the evidence both for and against the 
researcher’s arguments  
• If the researcher has discussed the credibility of their findings (e.g. 
triangulation, respondent validation, more than one analyst)  
• If the findings are discussed in relation to the original research question  
 
    
Section C: Will the results help locally?    
10. How valuable is the 
research? 
Consider: 
• If the researcher discusses the contribution the study makes to existing 
knowledge or understanding (e.g. do they consider the findings in relation to 
current practice or policy, or relevant research- based literature  
• If they identify new areas where research is necessary  
• If the researchers have discussed whether or how the findings can be 
transferred to other populations or considered other ways the research may be 
used  





Appendix 4: Critical Appraisal Skills Programme Quality Assessment of Included Systematic Review Papers 





















1. Was there a clear statement of the aims 
of the research? 
+ + + + + ± + + + + 
2. Is a qualitative methodology 
appropriate? 
+ + + + + ± + + + + 
3. Was the research design appropriate to 
address the aims of the research? 
+ + + ± ± + ± + ± + 
4. Was the recruitment strategy 
appropriate to the aims of the research? 
+ + ± + + + + ± + ± 
5. Were the data collected in a way that 
addressed the research issue? 
+ + + + + + + + + ± 
6. Has the relationship between researcher 
and participants been adequately 
considered? 
-  - - ± ± ± ± + + ± 
7. Have ethical issues been taken into 
consideration? 
+ ± + + + + + + ± + 
8. Was the data analysis sufficiently 
rigorous? 
+ + ± + + ± + + + - 
9. Is there a clear statement of findings? + + + + + ± + + + ± 
10. How valuable is the research? + + + + + + + + + + 
 9 8 7 8 8 5 8 9 8 5 





Appendix 5: Systematic Review Themes and Illustrative Quotations 




Being heard Sharing feelings and 
being heard  
“Their attendance gave them an opportunity to talk openly about their problems and to be listened 
to by nurses who knew what they had been through” (Hanifa et al., 2018, p. 89) 
 Interpersonal 
connection with staff 
“Good experiences of care were not only hallmarked by compassion, honesty and good 
communication, but also by humour. Being able to convey some humour lightened the atmosphere 
and provided greater interpersonal connection” (Pattison et al., 2007, p. 2126) 
 Tailored care “Many participants said that, although they had received general leaflets and information about 
recovery when they were discharged, they particularly benefited from information specifically 
about them and their condition” (Prinjha et al., 2009, p. 6) 
Being held in 
mind 
Continuity of care and 
being held in mind  
“Continuity of care after hospital discharge and during recovery was extremely important to 
participants” (Prinjha et al., 2009, p. 3) 
 Lack of continuity of 
care 
“The participants described how they were disappointed when another physician or intensive care 
nurse, instead of the one who had mostly had treated the ill person, participated in the followup 





‘‘... but it turned out that I was normal. It’s not just me that’s special because I can’t drink coffee 
anymore or eat green jelly beans or whatever. And ... I lose my hair. Other people do as well ...” 
(Hanifa et al., 2018, p. 89) 
 Addressing problems “I was having quite a bit of anxiety and depression…They   
talked to me about coping mechanisms. Then also put me on medication to help me with that. I 
also had a social worker come and talk to me. It was just like every area that I needed help with; 





 Support from relatives  “She was present and was involved in what we were told, it was an advantage because then she 
was informed and she could also help me to remember things I might forget, together we 
remember a bit better ... you can say she was like a support for me to remember better what I had 
asked about and what answers I got” (Engström et al., 2008, p. 236) 
 Reassurance and 
resolving fears 
“It was good, but it's also nice to know that some people do recover from such an experience” 
(Jensen et al., 2018, p. 871) 
 More support needed, 
lack of emotional 
support 
“During the interviews, several patients still had questions requesting clarification regarding their 
ICU stay, thereby indicating that some patients needed more than one follow-up consultation” 
(Hanifa et al., 2018, p. 88) 
Giving back Reconnecting with staff “All five of them said how well I looked and that I’d done   
well. I realised that yeah, I had done extremely well, which was good for me mentally” (McPeake et 
al., 2020, p. 6) 
 Thanking ICU staff  “The follow-up visit was described as an opportunity to confirm and show the staff the gratitude 
and appreciation they deserved. The participants could say thanks and give the staff a hug” 
(Engström et al., 2015, p. 311) 
 Giving feedback to ICU “ICU follow-up appointments also gave patients the chance to give feedback to ICU staff and 





Filling in memory gap 
and discussing dreams 
or memories 
“Because it’s good to be able to ask if this or that really happened or what it might be ...” (Storli & 
Lind, 2008, p. 50) 
 ICU visit to aid memory 
and provide sensory 
information 
“Other patients felt it helpful to visit the critical care unit and their ‘bed space’. These forms of 
‘help’ in clinic were about making sense of experiences, memories and even nightmares” (Cutler et 





 Diary to support follow-
up  
“The fact that she didn’t simply throw the book to me, – like, here, read this! But that she opened it 
together with me, and started at the back with a photo of me sitting up ... and then we took it from 
there!” (Storli & Lind, 2008, p. 49) 
 Confronting fears “For other patients, the consultation became a way to confront   
their demons” (Hanifa et al., 2018, p. 88) 
Theme 3: 
Discovering the 
meaning of the 
critical illness 
experience 
Making sense of the 
experience and 
reflection 
“‘You’re looking for a way to understand what in the world it was that you went through’. Meaning 
is sought in experiences, meaning that the patient is able to trace or discover through the 
conversation” (Storli & Lind, 2008, p. 50) 
 Having questions 
answered  
“They had valued being able to ask questions about a crucial time in their lives of which they had 
few, no or only blurred memories” (Prinjha et al., 2009, p. 6) 
 Hearing about care 
received 
“A description of caring actions represents a counterbalance to the painful and threatening. ‘I was 
really frightened! That’s why it is so good to see that you were taking care of me!’” (Storli & Lind, 
2008, p. 49) 
 Understanding 
relatives’ experience 
“The consultation gave her an understanding of what it was like to be the relative of an ICU patient, 
and it subsequently provided an opportunity for her to reconnect to parts of her family” (Hanifa et 
al., 2018, p. 88) 
 No new information “Some participants stated that they did not receive any new information from the follow-up 
session” (Haraldsson et al., 2015, p. 228) 
Theme 4: Facilitating 
psychological 
recovery 
Part of recovery “The critical care follow-up clinic’s role was identified as part of the recovery process” (Pattison et 
al., 2007, p. 2126) 
 Providing closure and 
strength 
“It can make it easier to put everything that happened behind. To end the chapter. What I’ve been 





 Follow-up well timed “It felt good to do the follow-up visit, not too close around it all. I was so dazed there in the 
beginning and could probably not ask relevant questions” (Engström et al., 2015, p. 310) 
 Follow-up too late  “they would have liked more than one appointment and the first one soon after hospital discharge 
rather than several months later because this was when they had needed it most” (Prinjha et al., 
2009, p. 5) 
 Preparing for future 
and goal setting 
“She thought that as a nurse, she ought to be able to make a rational judgement about return to 
work but found that she could not without talking it through with the clinic nurse” (Cutler et al., 
2003, p. 123) 
 Managing expectations “helped them understand that the impact of a critical illness can have widespread ramifications 
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Appendix 15: Themes and Illustrative Quotations 
 
Themes Sub-themes Illustrative Quotations 
Lost self Loss of identity “I couldn't remember a lot of things that happened prior to the hospital, to me being admitted. Like 
things like hanging around my friends, going uni, foods I liked and didn't like I didn't remember most 
of that.” (P7) 
“So it's something that has being taken away too quickly, too early, because I love my job. And I'm 
finding it difficult to carry out those duties… and I know it's very very difficult. I think I have to stop 
now. [tearful]” (P4) 
 Helplessness, Powerlessness “I could not get in the bath myself. I could not do much for myself.” (P4) 
“And then she would come and feed me because I couldn't use me arms and that at the time… 
there'd always be someone next to me. I'd never be left alone, just in case… Well it takes it all away 
from you completely, you feel hopeless. ‘Cos you can’t do anything that you normally do.” (P5) 
 Pre- vs post- illness self “I was I was very active. I got three boys, three boys. So I have to every every week we go to the park 
playing football. I was so active. Now I can't.” (P6) 
 Difficulty accepting 
changed identity 
“I like it I'm being pampered. But I'm tired. I want to do things myself. So the impact is that I was 
more frustrated in myself. I'm not a perfectionist. But when I'm used to doing something, and I can't 
do it anymore, I get a bit frustrated.” (P7) 
Coping with 
the trauma 
Inescapable reminders of 
trauma 
“And then I had over here on my neck, this is where they put the tracheostomy in” (P2) 
 “The media, they talking about COVID, another generation for COVID, third generation come from, 
from the South Africa is worse than first one. All these things some 1000s of people dying. 1000s of 
people they got the COVID... and sometimes they said we still we don't know if somebody got it can 
can get it the next time or no. Understand what I mean? Still I'm, still I'm... afraid.” (P6) 
 Detachment from trauma “And my own experience, like I say, it's all very unpersonal for me, but when I think about their 





“there's just a much deepened, I didn't realise, such a deep and gratitude, and, to [my partner], a 
deeper appreciation of the trauma she's had to go through” (P3) 
 Emotional responses to 
invalidating experiences 
“It is real. People just go out there and you do see them going out saying no we don’t want to wear 
masks. They are angry, I say why, just wear masks” (P4) 
“Yeah. I mean, it does annoy me when you do see people on like Facebook and things saying ‘oh 
there's no pandemic’. Um, ‘I don't know anyone that's had it’. And you think I feel like answering so 






“Um, yeah, it was nice to feel that someone was actually lis- asking me how I was [laughs], where I 
hadn’t had anything since May. Yeah so that was quite nice” (P5) 
“just grateful that NHS, even after the negative things you hear about the NHS over the years, did a 
great job. So staff... NHS staff who have died from Covid attending to people, and selfless, I don't 
know what the right word is, you know, people giving their... a lot of normal people wouldn't do this. 
And they've sacrificed their lives for us. We all have to be very grateful to them.” (P2) 
 Invalidated by lack of 
support 
“Yeah, just as if it doesn't matter. Just get on with it. You just don't feel that there's been any 
aftercare whatsoever. [long pause]” (P5) 
 Follow-up not significant “But because I had my own consultant, Lupus consultant to check up on me, it was okay. … if I had a 
problem he'd be like OK I'll refer you to this if you need. I can do this for you if you need... that's 
what he was doing. So it didn't make me feel like I was left alone, left alone medically” (P7) 
 Difficulty navigating NHS “I’ve got quite a few different letters that I’ve put together in case I needed them again and it’s got 
different appointments” (P2) 
Reconstructing 
the self 
Integration of near-death 
experience 
“So he was very happy to see that I was a walking miracle.” (P2) 
“Um…the religion give me power, even though I haven’t got in my body. But always give me power. 
We say if Allah wants, maybe it’s gonna change these things. This is nothing to do against Allah 





 Regaining identity “Yeah, I had to relearn some of it as well. And I just felt like because I remember, when I came back 
home and I could start eating, I just ate everything. Until I found out what I didn't like or what I didn't 
like, but then... I like everything now [laughs] there's nothing that I don't like.” (P7) 
“All I’m now looking at now is to get my independence, getting better and then to get my 
independence back. And then take it from there.” (P4) 
“But it was just so nice being able to do it for myself. The first time, it just gives you a bit more 
dignity and everything else.” (P5) 
 Re-evaluating life  “I think I'm still in transition, I'm still getting out of that sort of defining myself more by my work 
than defining myself more by who I'm with, where I am, that person, where we are as a family” (P3) 
“A strong back independent woman with multiple businesses, not relying on any medication 
[laughs]. I think I see myself as someone that will be settling down. Having one or two few side 
businesses, being my chartered accountant, being able to travel after this Covid situation.” (P7) 
“There is a change, well, I think the way I do see things, and the way I communicate with people, and 
the, my frame of mind, I feel is different from the way I used to see things.” (P4) 
 Strengthened connections “So looking forward to reconnecting with the congregation and people there. That'd be, that'd be 
lovely” (P3) 
“it gave me like a warm spark in me thinking Oh, yeah, maybe I am loved more than I thought. How 
much they laid out for me” (P7) 
“we decided we ought to have some sort of peer group support, um, which is what we're developing 
now. So hopefully, we can reach out to various people who may not have been picked up” (P1) 
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